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INTRODUCTION TO THE PORTFOLIO: VOLUME 1
This portfolio contains work carried out over three years between 2007 -  2010 for the 
Psycho in Clinical Psychology. This first volume contains the three dossiers: Academic, 
Clinical and Research. The Academic Dossier contains two essays, three reflective accounts 
from the problem-based learning exercises that were carried out and summaries of the two 
process accounts that were written about the Personal and Professional Learning 
Discussion Groups (PPDs) over the three years. The Clinical Dossier contains an overview of 
the clinical experience gained on five different clinical placements throughout training and 
summaries of the four clinical case reports completed and the oral case presentation of 
clinical activity (along with supporting information). The Research Dossier contains the 
Service Related Research Project (SRRP), summary of the qualitative research project. 
Major Research Project (MRP) and research log.
Volume 2 of the portfolio contains the Clinical Dossier which holds the full versions of the 
five case reports. It also contains the following documents for each of the five clinical 
placements undertaken: placement contract, logbook of experience, evaluation of trainee 
forms and trainee feedback form. This volume contains confidential work and is therefore 
kept separately to the first volume in the psychology department of the University of 
Surrey.
Within each dossier work is presented in the order it was completed.
INTRODUCTION TO THE ACADEMIC DOSSIER
The Academic Dossier contains two essays, one adult mental health focused and the other 
focused on professional issues. These were completed in year 1 and year 2 of the training 
course respectively.
Problem-based learning exercises were completed across the three years and three 
reflective accounts of these exercises are included. Each exercise focused on a different 
area and these were: the relationship to change, older people and systems and the 
Improving Access to Psychological Therapies (lAPT) agenda.
Throughout training trainee's participated in Personal and Professional Learning Discussion 
Groups (PPDs). These groups were renamed from the start of training and were previously 
called Case Discussion Groups (CDGs). Process accounts of PPDs were completed at the end 
of the first and second year of training. Summaries of these accounts are included in this 
volume (1) and the full accounts included in volume 2.
'To what extent is membership o f an ethnic minority group (in 
UK) influential in the process o f diagnosis and treatment o f 
people experiencing psychosis?"
Adult Mental Health Essay
December 2007 
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Introduction
Psychotic illness affects a number of people in the UK each year, with one in a hundred 
people world wide experiencing an episode at some point during their lives (Rethink, 2006). 
Categorised as a severe mental illness, the effects are often debilitating, with the mortality 
rate for people with schizophrenia for example, two to three times higher than the general 
population (Rethink, 2006). The appropriate care and treatment for psychotic illnesses has 
immense implications for long-term prognosis. All mental illness including psychosis, bring 
with them a number of social and personal concerns, yet members of ethnic minority 
groups are often viewed as having a number of additional barriers to achieving mental 
health.
One group which has received a vast amount research in relation to mental health services 
is the group of individuals commonly referred to as 'African-Caribbean', whose particular 
concerns no longer tend to be grouped under generic "ethnic minority" concerns, but as a 
group needing specialist attention in their own right (SCMH, 2002). Working in a secure 
forensic unit as an Assistant Psychologist where all individuals had received a diagnosis of 
'schizophrenia', I found that more than 50% of these individuals were of African-Caribbean 
origin. My own contact with these individuals highlighted many of their frustrations with 
mental health services and the lack of sensitivity toward their cultural values and traditions. 
These factors, along with the amount of published literature in this area has led my decision 
to focus on this group of individuals and how membership thereof may or may not be 
influential to those experiencing psychosis.
Research in this area highlights a vast number of factors which may contribute to the 
relationship people of African-Caribbean origin have with psychosis. These factors are 
reported to include genetic vulnerability, cannabis use, social disadvantage, effects of urban 
living and migration theories (Sharpley et al., 2001) amongst others. In this essay however I 
have chosen to focus predominantly on cultural factors implicated in this relationship. 
Culture will be examined specifically in reference to how African-Caribbean individuals and 
communities perceive psychotic symptoms and mental health services, and conversely how 
mental health professionals may perceive African-Caribbean service users experiencing
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psychosis. The implications of these perceptions from each respective group will be 
discussed in terms of ascribed treatment for African-Caribbean individuals as well as 
implications for service provision and culturally appropriate diagnostic criteria. It may be 
useful to note that I write this essay from the ethnic identity of 'White British', which 
represents a majority category within the UK. This in itself, I believe, undoubtedly colours 
the lens through which I perceive and understand the topic in question; that is if we are to 
adopt a social constructivist viewpoint.
What is psychosis?
The term 'psychosis' most often refers to disorders which result in changes in behaviour 
and personality characteristics and a loss of contact with reality. A number of 'positive' 
symptoms may be present such as hallucinations or delusions as well as a number of 
'negative' symptoms which involve some loss of experience, such as social withdrawal 
(Rethink, 2006). A number of different symptoms and presentations can therefore be seen 
to lead to a diagnosis of schizophrenia or other psychotic disorder, of which there are 
many. While I appreciate that the diagnosis of 'schizophrenia' itself has many hotly debated 
controversies in terms of the acceptability, accuracy and implications of this label, research 
into all psychotic disorders, including, but not solely schizophrenia, will be included for the 
purpose of this essay in order to demonstrate the breadth of research in this area. This may 
however represent insensitivity to controversies relating to the schizophrenia diagnosis.
Ethnic Minority Group Definition
Definition of an 'ethnic minority group' is a complex task and it has become very clear to 
me that there are often crucial differences between how individuals or group members 
perceive themselves, and how they are perceived and categorised by others. Bhugra and 
Bahl (1999, pp.4) define an ethnic minority group in the UK as;
"...all subgroups o f the population not indigenous to the UK who hold cultural 
traditions and values derived, at least in part, form  their countries o f origin".
Although this essay does not have the scope to discuss this issue widely, it is apparent that 
such definitions in themselves are problematic for the topic in discussion. For example, 
given the above definition how would we then define individuals who, although not 
indigenous to the UK, hold no other connections to their country and/or culture of origin
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than their external features and genetics i.e. most notably, their skin colour? Terms 
describing specific ethnic minority groups have evolved over many years and a number of 
different terms may be employed to describe one specific group, depending on researcher, 
country/city and social attitudes for example. This however leaves room for a large amount 
of subjectivity, and I have found it is often difficult to compare ethnic minority studies 
reliably where a wide range of different groupings or categories are employed. Results from 
a national patient survey, by Raleigh et al. (2007) showed that where ethnicity is recorded, 
NHS Trusts often categorise ethnicity in the very general terms of White/Black/Asian rather 
than in line with one of 16 categories used by the Office for National Statistics (ONS) for 
survey questionnaires. Discrepancies in terminology over time and studies therefore result 
in this essay referring to studies which use a number of terms to loosely refer to the 
particular ethnic group of 'African-Caribbean', which is likely to result in a number of 
inaccuracies.
African-Caribbean Group and Mental Health
As a group, people of African-Caribbean origin however are far from homogeneous. 
People from this group originate from a wide number o f countries including 
Trinidad & Tobago, Virgin Island and St Lucia, and from my own experiences of 
travelling to such countries, each of these islands more often than not have their 
own unique cultures and ways of living in terms of languages spoken, religious 
affiliation and diet for example. This wide group of African-Caribbean individuals are 
commonly reported in research as having poor levels o f mental health, with 
particularly high rates o f psychosis compared with other ethnic groups (e.g. 
Harrison et al., 1988), as being over-represented in mental health services, and as 
experiencing poorer outcomes than White comparisons (SCMH, 2002). A study by 
Davies et al. (1996) showed that patients o f black Caribbean and black African origin 
were approximately 20% more likely than white patients to have been involuntarily 
detained under the Mental Health Act 1983 from a sample of patients in South 
London with psychotic illness. Such research also received support from large-scale 
surveys of mental health trusts in England conducted in 2004 and 2005 by Raleigh et 
al. (2007). Importantly however it has been shown that the incidence of 
schizophrenia in British born African-Caribbean people is significantly higher than
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rates reported in African-Caribbean countries (see Bahl, 1999). Other research also 
shows that African-Caribbean migrant parents have lower rates of schizophrenia 
than their British born children (Harrison et al., 1988). I feel that these findings 
highlight an important factor in implicating the role that social and cultural factors 
play for African-Caribbean people in the UK in relation to psychotic illnesses, and 
the recognition that the explanation of heightened levels of psychosis due to 
genetic vulnerability of this group, cannot be held fully accountable.
Perception of Symptoms
While the prodromal period to a psychotic illness is so often only recognised with 
the benefit o f hindsight, the presence o f psychotic symptoms I imagine are more 
likely to signal initial cause for concern. Rote and Orrell (2002) conducted a study 
looking at different ethnic populations and their perception of mental health 
problems. The authors compared white British, Bangladeshi, Indian, Sub-Saharan 
African and Afro-Caribbean groups in the UK on their perceptions of schizophrenic 
symptoms. Their findings showed that Afro-Caribbean individuals were less likely 
than other groups to view unusual thought content (i.e. a schizophrenic symptom) 
as an indication of mental illness. An example of this comes from a study where 
African-Caribbean group members were shown to be more likely than comparisons 
to  see experiences of religious and magical delusions simply as part of everyday 
experience as opposed to psychotic symptoms (Kiev, 1964, cited in Rote & Orrell, 
2002). Findings by Rote and Orrell (2002) however showed differential patterns 
relating to other ethnic m inority groups also; for example the Bangladeshi group 
were less likely than other groups to view hallucinatory behaviour and 
suspiciousness as signs of mental illness, and the Indian group were less likely than 
other groups to  view conceptual disorganisation as indicative of mental illness. 
Overall, ethnicity was found to be the best predictor in terms of perceptions of 
schizophrenia symptoms in this study.
The importance of differences in symptom perception is a factor which I feel has 
failed to be conveyed in services working w ith people w ith psychosis. And
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importantly, this finding is not confined only to the African-Caribbean group. While 
the study by Pote and Orrell had lim itations in terms of homogeneity of sample, and 
there have been contradictory findings in other studies (e.g. Sue et ol., 1976 cited in 
Pote & Orrell, 2002); the implications for subsequent service contact based on 
perception of psychotic symptoms undoubtedly remains salient.
Perception of services and pathways to care
A large number of studies document the difficulties people of African-Caribbean 
origin face in engaging with mental health services. Mclean et al. (2003) conducted 
semi-structured interviews and carried out focus groups with 30 African-Caribbean 
individuals or people working with African-Caribbean communities, w ith the 
inclusion o f service users. Feedback gained in this study portrays the stark 
dissatisfaction with health services, particularly as a result of perceived racial 
prejudice and stereotyping; w ith the authors concluding that both the experience of 
mental health services and the expectations o f these services lead African- 
Caribbean individuals to be greatly discouraged from early access of resources. This 
is particularly important with research demonstrating that early intervention in 
psychosis is strongly associated w ith improved long-term prognosis (e.g. Joseph & 
Birchwood, 2005).
Studies such as Morgan et al. (2005) support the findings of Mclean et al., showing 
that African-Caribbean individuals are less likely to come into contact w ith mental 
health services via GP referral than White British patients; being more likely to 
receive referral by a criminal justice agency. Morgan et al. (2005) additionally note 
that 95% of patients from all ethnic groups were actually registered with a general 
practitioner, so this factor was not able to account for the lack of contact by some 
groups. The use of a sample consisting solely o f participants w ith first episode 
psychosis by Morgan et al. (2005) may have however confounded results, due to 
potential differences in help-seeking and accessing of services.
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I feel that the interpretation by Morgan et al. (2005) that African-Caribbean patients 
have a more "negative" route into mental health services than White British 
patients due to lack of general practitioner contact and increased criminal justice 
agency contact is problematic. While an alternative route to GP referral may 
suggest that individuals are more likely to be at crisis point when reaching criminal 
justice agencies for example, it would be difficult to imply w ith any conviction that 
this is in fact a more negative route for African-Caribbean people than accessing 
their local general practitioner, due to previously mentioned perceptions of 
discrimination in which general practitioners may also be implicated. Alternatively 
(or additionally) this phenomena may represent an African-Caribbean individuals 
adamant desire not to come into contact w ith secondary mental health services at 
all costs, as one African-Caribbean service user states; group members may be 
"seeking as far as possible to deny any opportunity to experience (mental health) 
services...because you really don 't want them to get their hands on you" (Mclean et 
o/., 2003, pp.664).
Collective African-Caribbean perceptions of mental illness and mental health 
services
It has been recognised that the role of significant others and the social network play 
a large part in determining the type of support that mentally unwell individuals seek 
and particularly when and how this help is sought (Morgan et al., 2005). Morgan et 
al. (2005) report lower levels o f self-initiated help-seeking behaviour for African- 
Caribbean individuals than White British, which would appear largely consistent 
w ith African-Caribbean perceptions of mental health services as detailed above. 
This may therefore reflect collective assumptions in the way that African-Caribbean 
communities and families perceive mental health services within the UK. Therefore 
African-Caribbean social networks - which have the potential to act as a protective 
resource in terms of encouraging early accessing of services -  may in fact act as a 
barrier to this. I become aware at this point once again that I am seeing these 
activities through my own ethnic lens. While this may in some ways act as a barrier 
to African-Caribbean individuals achieving mental health, it may also serve to
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protect these individuals from what may be seen as worse fates, i.e. being 
subjected to a system which undermines, discriminates and arguably creates a 
climate in which African-Caribbean service users are destined to fulfil the 
detrimental expectations set upon them.
Morgan et al. (2005) additionally highlight research indicating a tendency for 
African-Caribbean individuals and communities to heavily stigmatise mental illness 
and make subsequent interpretations in legal rather than medical terms. This 
supports earlier research discussed, again contributing to the likelihood that these 
communities may seek to avoid contact w ith mental health services, but also 
provides an important insight into the meaning of mental illness within this culture. 
While this view contrasts somewhat to the ideas presented above, the important 
factor which does not appear to be uncovered by Morgan et al. or other 
researchers, is why African-Caribbean people may stigmatise mental illness to 
supposedly a greater extent than it is stigmatised by UK culture as a whole, and I 
think this may be an insightful area for research to address in the future.
Health Professionals Perceptions of African-Caribbean Service Users 
Once African-Caribbean people experiencing psychosis have navigated the tenuous 
path to mental health services, the actual perceptions and responses of healthcare 
professionals to these service users (as opposed to simply how this group expects to 
be received), becomes a salient issue; firstly in terms of diagnosis.
It has been noted that there appears to be a higher incidence of psychosis in 
individuals of African-Caribbean origin (e.g. Harrison et al. 1988) and these 
individuals are significantly more likely to be diagnosed w ith schizophrenia than 
White British people (Sashidharan, 1993, cited in McKenzie & Murray, 1999). While 
complete objectivity in the diagnostic procedure may at times be assumed; cultural 
beliefs, perceptions and prejudices undoubtedly infiltrate the process, and research 
suggest that a 'misdiagnosis' may be contributing to the increased rates shown 
(Littlewood & Lipsedge, 1981). Mclean et al. (2003) suggest that extrovert
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behaviour in African-Caribbean may be interpreted by healthcare professionals as 
aggressive behaviour and these service users are more likely to be viewed as 
dangerous, threatening and irrational than white patients (Johnson & Sangster, 
1995, cited in Mclean et ol., 2003). For example, studies (e.g. Sharpley et al., 2001) 
have concluded that African-Caribbean patients w ith schizophrenia show more 
affective symptoms than comparison White patients. Yet African-Caribbean 
individuals are less likely than white individuals to receive an affective diagnosis 
from health professionals (Gillam et al. 1989) with evidence from Kirov and Murray 
(1999, cited in Sharpley et al., 2001) concluding that African-Caribbeans may be at 
risk o f receiving a schizophrenia diagnosis, when in fact they are experiencing a 
predominantly affective illness.
Research detailed above leads me to the conclusion that the patterns of behaviour 
displayed by African-Caribbean service users are likely to be interpreted by 
healthcare professionals as more in keeping w ith psychotic or schizophrenic labels. 
These conclusions however are not reached comfortably within myself due to the 
anxiety of making similar conclusions within my own practice. It appears that 
worries over potential risk can impact the diagnostic procedure considerably and I 
would be surprised if this applied only to African-Caribbean service users. As clinical 
psychologists there is a need to consider underlying forces driving 'excessive' 
behaviour that we come into contact w ith in everyday practice. This may involve a 
heightened awareness of the ways in which members of different cultural groups 
express themselves, recognition of immense fear of services or mental illness itself 
in particular individuals or groups, and importantly supporting our colleagues from 
our own and other professionals to undertake this journey with us. Overall, such 
evidence is likely to mean service users are unlikely to voluntarily access services to 
begin with, leading to hostility being created within those accessing services, which 
may then lead to poor compliance and/or hostility toward healthcare professionals; 
thus creating and perpetuating the cycle. This vicious circle is referred to as a 'circle 
of fear' in the Sainsbury Centre for Mental Health (SCMH, 2002) Breaking the circles
18
o f Fear paper which set out a number of recommendations to tackle unsatisfactory 
mental health service provision for people of African-Caribbean origin.
The area of diagnostic bias is however not w ithout a number of contradictory 
findings. A study by Hickling et al. (1999) was able to provide evidence that while 
the diagnosis of schizophrenia could be seen as unreliable, this unreliability was 
unlikely to be ethnically influenced. This was supported by an American study by 
Sohler and Bromet (2003) who showed no evidence of racially biased schizophrenic 
diagnoses at first hospital admission or that affective symptoms were more likely to 
be missed in Black individuals as opposed to White individuals, as previous research 
may have suggested. An interesting pattern to arise from this study was that there 
appeared to be greater difficulty in healthcare professionals assigning a mental 
health diagnosis to Black individuals, w ith many in the study being discharged 
w ithout a definitive diagnosis. Sohler and Bromet (2003) project that race relations 
may have come full circle now in that healthcare professionals may have a 
heightened sensitivity to the effect of race on diagnosis and hence be apprehensive 
about making such diagnoses, particularly of schizophrenia. I feel that such research 
may well represent positive changes starting to take place within some services. 
However, this research does draw upon one service only and we may need to be 
aware of the heightened sense of duty many services feel they have, to appear to 
be practicing in a culturally sensitive way in response to government agenda. An 
interesting part of this research may have been to  extract ethnic minority service 
user's views on the service they received, which may or may not have been 
congruent to the findings presented. Also, the important factor for individuals of 
any ethnic group is to obtain an accurate diagnosis and therefore receive the most 
appropriate and effective treatment. If Black individuals in the study by Sohler and 
Bromet were being discharged w ithout a definitive diagnosis, how is this in any way 
better than receiving an inaccurate diagnosis of schizophrenia, this would still lead 
to  the end result of receiving inappropriate treatment, if any.
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Treatment 
Medication
In a similar vein to  the discrepancies reported during the diagnostic procedure, a 
large number of differences have been noted concerning the treatment that 
African-Caribbean individuals receive experiencing psychosis, compared to White 
counterparts. Despite research suggesting that African-Caribbean individuals w ith 
schizophrenia show more affective symptoms than White schizophrenic patients 
(Sharpley et a!., 2001), studies report that African-Caribbean service users are less 
likely to be treated w ith anti-depressants for depression (McKenzie et a!., 2001). An 
American study by Arnold et al. (2004) additionally showed that African-American 
service users with psychotic disorders were more likely than White patients to 
receive depot antipsychotics and those w ith psychotic mood disorders were more 
likely to be discharged on higher antipsychotic doses. These findings were 
independent o f illness severity.
I feel that the findings in the above research could support previously discussed 
perceptions of healthcare professionals of African-Caribbean service users as more 
threatening and dangerous than White British service users. This may then lead to 
differences in the type and dosage of medication that is administered to African- 
Caribbean service users. While there appears to be little equivalent UK research, 
these findings may well represent similar patterns within the UK.
Psychotherapy
Cognitive behavioural therapy (CBT) is included as a recommended, evidence based 
intervention in the National Institute for Clinical Excellence (NICE, 2002) guidelines 
for schizophrenia. McKenzie et al. (2001) report that African-Caribbean service 
users are less likely to receive any kind of psychotherapy, independent of diagnosis. 
This is supported by Raleigh et al. (2007) who found Black people were less likely 
than White people to have received talking therapy within the last 12 months for 
various mental health concerns. As one service user reports "...they really don't
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believe that black people can be treated, that black people can be given therapy, 
that you can talk to  black people" (Mclean et al., 2003, pp.665). While the impact of 
this statement is far felt, research appears to support this perception. Rathod et al. 
(2005) conducted a randomised controlled trial where patients w ith schizophrenia 
were given a short-term intervention of 'insight-focused' CBT. African-Caribbean 
individuals in this study demonstrated poor change in insight and higher drop-out 
rate compared with a Caucasian group. These findings are supportive of previous 
research, for example Johnson and Orrell (1996) demonstrated psychiatrists bias in 
assuming a higher rate of insight in White British patients compared to other ethnic 
groups; again independent o f diagnosis and psychotic symptoms.
Interestingly, a large proportion (43%) of the vast sample of 27,000 from the study 
by Raleigh et al. (2007) reported that they did not wish to receive talking therapy. 
The ethnicity o f this portion o f the sample however is disappointingly omitted from 
the research. Bearing in mind the potential perceptions African-Caribbean service 
users may hold of mental health services and professionals working within them, it 
strikes me that these service users may well express the wish to not receive 
psychotherapy, which may have the potential to further undermine them through 
cultural insensitivity. This suggests that the bias may not solely sit w ithin healthcare 
professionals who do not wish to offer African-Caribbean service users 
psychotherapy, but feed into wider perceptions of services by African-Caribbean 
service users. Interestingly, one component of insight is also seen to be the ability 
to correctly label psychotic experiences (David, 1990, cited in Rathod et al., 2005), 
which, given the earlier research on the differential perceptions of psychotic 
symptoms based on culture, could I feel, help to explain why African-Caribbean 
service users may be rated as having low insight. It may in fact be that they are 
interpreting symptoms in a different manner, leading western mental health 
services to  this conclusion, and adding to the likelihood that these service users will 
not be offered CBT for example.
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Healthcare Professional contact
Raleigh et al. (2007) report other differences in the care and treatment of Black 
patients w ithin mental health. Raleigh et al. (2007) report that compared to White 
service users, Black service users had higher rates o f CPN contact, were more likely 
to report being familiar w ith their care co-ordinator and to have had an annual care 
review. While the authors attribute these findings as "encouraging" and as potential 
evidence for more culturally sensitive services, I feel findings such as these should 
be treated w ith caution. While these may well represent encouraging trends, they 
could easily be interpreted in the light of cultural stereotypes of Black patients 
exhibiting more anger and hostility, (Mclean et al., 2003) and perceived poorer 
insight and ultimately prognosis, and therefore it may be seen as 'fitting ' to have 
increased contact w ith these individuals who are seen as potentially more 'risky' 
and as needing greater assistance than their White equivalents. One view could 
therefore be that these findings are actually indicative of values perpetuating and 
maintaining differential ethnic treatment. Whether these increased rates of contact 
and care reviews lead to improved outcomes in these service users remains 
questionable however.
Discussion and Conclusion
While a vast number of explanations have been put forward in the literature to 
account for the increased levels of schizophrenia and psychosis within African- 
Caribbean patients, this essay has focused on a small section of these debates; most 
notably cultural perceptions of both service users and healthcare professionals.
While ethnic origin is inextricably inter linked with social and economic status, 
findings from social and cultural arenas provide valuable insight into some of the 
dynamics which may be influential in the diagnosis and treatm ent of African- 
Caribbean patients. African-Caribbean people experiencing psychosis view their 
symptoms in a different light to perhaps White British people, and a cycle is created 
where services are not accessed early, arguably due to discrimination within these 
services, tensions are created then within both services users and healthcare 
professionals, and perceptions on both side become maintained and in many senses
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'true'. There appears to be little  debate in the literature that different cultures view 
and understand mental illness generally and psychosis specifically, through very 
different lenses. The sensitivity w ith which western psychiatry attempts to deal with 
mental health concerns of different ethnic groups could be argued therefore to be 
poor. Through addressing western diagnostic tools, i.e. most notably in terms of The 
Diagnostic and Statistical Manual (DSM) and current and projected NHS service 
planning, this may be able to provide insight into what is currently being done to 
tackle these issues and potential ways forward.
Western M ental Health Services and Diagnostic Tools
Long standing issues of cultural recognition have been noted by authors in relation 
to  the DSM. A Research Agenda for DSM-V (Kupfer et a!., 2002) recognises a 
continual inadequacy with the way in which cultural factors are dealt w ith in the 
DSM-IV (and successors) (see McKenzie, 2006), despite however the inclusion of 
'culture bound syndromes' (e.g. Guarnaccia & Rogler, 1999). The Research Agenda 
fo r DSM-V (Kupfer et ol., 2002) follows this pattern and continues to highlight the 
importance of recognising cultural factors in mental illness; w ith the quote included 
at the start o f the related chapter summing up the present position eloquently 
(Alarcon et al., 2002, pp.216);
"There is increasing recognition that we have fa iled to see others clearly but have 
instead treated their cultural worlds like funhouse mirrors that hold up distorted 
reflections o f our own cultural preoccupations"
As a number o f authors highlight, (see O'Connor & Vandeberg, 2005), the DSM is a 
cultural document itself and should be treated as such. Therefore while attempts 
are made to  adequately deal w ith cultural and ethnic issues within western mental 
health, the area of focus may need to be broadened to other culturally appropriate 
ways of assessing and deciphering treatment for a number o f individuals, as 
opposed to attempting to make one method 'true' for all.
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Service Planning, Policy and Professional Implications
Statutory health services appear to enforce continuing amounts of e ffort to remove 
barriers to ethnic minority groups achieving mental health and well being. This 
reflects a number of policy papers and government legislation currently in place; 
Promoting Mental Health, Strategy and Action Plan (DoH, 2003), National Service 
Framework fo r  Mental Health (DoH, 1999), Race Relations Amendment Act (2000) 
and Inside Out (DoH, 2003) which explicitly recognises the problems ethnic m inority 
groups face in UK mental health services, going so far as to acknowledge the 
presence of "institutional" racism. The response to this has been the Delivering 
Race Equality in Mental Health Care (DoH, 2005) which is an action plan setting out 
an ambitious agenda to tackle race inequalities in mental health care and providing 
a vision of how mental health services will look to British M inority Ethnic (BME) 
groups in 2010. In addition, the creation of new community mental health services 
in the form of early intervention, assertive outreach and crisis resolution teams may 
also impact outcomes for ethnic minority group members (Raleigh et al., 2007).
In writing choosing to write this particular essay, I fe lt that this would help me 
address an area of clinical psychology which I did not feel at ease w ith due to my 
previous experience of what I viewed to  be unacceptable ways of addressing the 
needs of African-Caribbean service users. In tackling this area I have made a number 
of discoveries. While discussing the potentially discriminatory practices and 
viewpoints w ithin mental health services that are so often directed at people of 
African-Caribbean origin, I am aware that I cannot place myself outside of this 
discriminatory group. This is not to suggest that I explicitly practice discriminatory 
behaviour, but that these prejudices are so ingrained in aspects of our culture that 
the task becomes not necessarily to separate ourselves from them (as to do this we 
must as a culture rather than as individuals, separate ourselves from these views), 
but to  gain an understanding and awareness of them, how they are operating and 
what impact they have. This is, as I have discovered, certainly not easy practice 
however in a society which, paradoxically, currently outwardly strives gallantly for
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equality. I feel this struggle surfaces in some of the research reported in this essay, 
particularly where cultural sensitivity appears to have been turned on its head 
(Sohler & Bromet, 2003). While I can by no means claim to practice in an entirely 
“ culturally sensitive" manner, I do however feel that a greater openness to this has 
been achieved, and at the very least, an improved understanding of African- 
Caribbean culture, and a hope that the fundamentals of this understanding may be 
extrapolated to other ethnic m inority groups.
As mental health professionals we are trained in traditional western models of 
mental health. In order to provide an adequate service for a multicultural and 
diverse client group within the UK, it may be time to challenge the ethnocentricity 
of our work in a more meaningful way than previously, in order to meet these 
needs. Or could it be, that to sit comfortably w ith our eyes closed in the synthetic 
safety o f our 'ethnic majority' label, is just a lot easier?
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Introduction
The National Director for Mental Health in England, Louis Appleby, has referred to getting 
rid of stigma as the 'biggest and most important challenge we face' (see Shift, 2008) and 
this goes some way to indicate the huge impact of stigma and discrimination within our 
society. This is increasingly being recognised and such papers as the recent discussion paper 
on Socially Inclusive Practice (BPS, 2008) demonstrates the paramount need for our 
approaches and practices to be changed in order to address the social exclusion that people 
with mental health problems face. I have chosen to write this essay as I feel passionate 
about social equality and the right for everyone to have access to life opportunities and to 
live in freedom of social denigration. Through previous experiences working in mental 
health promotion I wholly recognise the need to tackle such overwhelming tasks on a 
community level -  and I see this as essential if efforts are to stand any chance of being 
sustainable and being able to permeate wider society. While the need to tackle this stigma 
and discrimination in adults has been recognised for some time, tackling this at the level of 
children and young people has received less attention. For this reason I have chosen to 
write this essay focusing on children and young people.
A note on language
In this essay I have chosen to use the term 'mental health problems' as opposed to 'mental 
illness'. This reflects my own view of what is respectful language and what is associated 
with lower levels of perceived stigma and discrimination within society, based on my own 
experience.
Why tackle stigma and discrimination in children and young people?
The relevance of tackling stigma and discrimination at the level of the child is two fold 
(Seeker, Armstrong & Hill, 1999). Firstly, strongly formed attitudes in childhood appear 
consistent across the life span. In order to create a positive future society where stigma of 
mental illness is diminished, we must focus on the upcoming generation. Secondly, mental 
health problems for children are reported to be rising (Seeker, Armstrong & Hill, 1999). This 
means that children and young people are increasingly becoming vulnerable to such stigma 
and social exclusion as adults, and this may be demonstrated for example, by high levels of 
suicides by young males in Britain (Department of Health, 2002).
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Due to constraints in this essay I have chosen to focus on the former aspect of work with 
children; i.e. attitudes in children which relate to the stigma and discrimination of people 
with mental health problems. In addressing negative beliefs held by children and young 
people, communities often focus on the school setting as the arena for influencing 
attitudes, however such initiatives are rarely evaluated (Pinfold et al., 2005) and the 
evidence base they draw upon, often unclear. This essay will therefore explore how within 
schools the promotion and positive portrayal of people with mental health problems is 
addressed and also the national background upon which this is set. This will include 
discussion of intervention programmes in schools across the country. The evidence base 
will then be looked at in terms of how children's attitudes develop -  with particular focus 
on Developmental Intergroup Theory (Bigler & Liben, 2007) and also what is recommended 
in the research to influence attitude change in children. Comparisons will then be made as 
to our understanding of how children's attitudes develop and how this relates to what is 
being done in schools. As a useful starting point however I will look at what can be 
understood by the terms 'stigma' and 'discrimination' and related terms, and the impact of 
this stigma and discrimination on people with mental health problems.
What is stigma and discrimination?
Seen as a social cognitive process, Corrigan, Watson and Ottati (2003) suggest that stigma 
comprises the three core parts of stereotypes, prejudice and discrimination. Stereotypes 
are viewed as the efficient condensing of information regarding social groups in order for 
people to be able to quickly generate impressions of individuals in society. Importantly, it is 
noted however, that knowledge of a stereotype does not necessarily lead to prejudicial 
attitudes -  of which are viewed as actually endorsing the negative stereotype (Devine, 
1989). Crocker, Major and Steele (1998) further provide the understanding that 
discrimination provides a behavioural reaction which goes beyond a prejudicial view. 
Applied to mental health; people with mental health problems are commonly associated 
with the negative stereotypes of being perceived as being dangerous and violent, strange, 
frightening, unpredictable, aggressive and lacking self control (Bjorkman, Ange I man & 
Jonsson, 2008).
What is the impact of stigma and discrimination related to mental health problems?
In order to appreciate fully why such an area is worthy of research and campaign, we must 
first realise the cost of mental illness stigma. Authors suggest that the impact of mental
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health stigma is wide and far reaching, poisoning multiple facets of human life (Corrigan, 
Watson & Ottati, 2003). In Corrigan and Kleinlein's (2005) discussion of the public impact of 
such stigma they discuss the "robbing" of people's life opportunities -  i.e. the 
discrimination of people with mental health problems associated with housing and 
employment, the over-representation of people with mental illness in the criminal justice 
system and with poor physical health.
In addition, Corrigan and Kleinlein (2005) refer to the "associative stigma" which refers to 
the stigma and discrimination attached to the family, providers and other people associated 
with the person with a mental health problem. In addition to public and associative stigma, 
authors also document a 'self-stigma' where people with mental health problems may 
concur with negative beliefs, which may lead to lowered self-esteem, self-efficacy and 
confidence (e.g. Holmes & River, 1998).
The above research demonstrates the huge cost of mental illness stigma that we face on 
both a societal level and a personal level. I feel that although such research skims only the 
top of the stigma that exists and captures the main components we can conclude from this 
that such stigma may manifest in most parts of a person with mental health problems' life. 
If we are to extrapolate such findings to children and young people with mental health 
problems this would surely therefore provoke equal concern? An American study found 
that adults perceived mental illness to be a more serious problem in children than adults 
(Perry et al., 2007). Adults reported a higher level of perceived dangerousness of children 
compared to adults with depression, with overall results indicating that children with 
depression and their families were more vulnerable to stigma than their families. Other 
results have reported that adults believe stigma to be due to the treating of mental health 
problems in young children and that stigma continues to have negative ramifications in 
adulthood (Pescosolido etal., 2007).
How is this addressed nationally?
As the opening quote of this essay implied; the recognition of the need for us to tackle 
stigma and discrimination associated with mental illness is being more and more widely 
targeted within our society. Such drives are being recognised within government white 
papers and national agenda. The first standard of the National Service Framework for 
Mental Flealth (DoH, 1999) is indeed "Mental Health Promotion". This standard advocates
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that mental wellbeing should be promoted for all at both a community and individual level 
and that health and social services should "combat discrimination against individuals and 
groups with mental health problems and promote their social inclusion" (pp.14). While 
stigma and discrimination against people with mental health problems is directly addressed 
in this framework, authors have noted that little progress has been made on this standard 
(Mind, 2004). In addition, the Mental Health Promotion Strategy o f England (DoH, 2003) 
sets out three criteria relating to the promotion of mental health, identifying three levels of 
work; strengthening individuals, strengthening communities and reducing structural 
barriers to mental health -  of which the last can be targeted through initiatives which 
reduce discrimination and inequalities to promote social inclusion.
While it may be suggested that parallel process for children and young people's services 
have been less forth coming. Standard Nine of the National Service Framework fo r Children, 
Young people and Maternity Services (DoH, 2004) addresses the mental health needs for 
this group. This standard advocates that children, young people and their families should 
have early and appropriate access to the multi-disciplinary services that they require.
Addressing mental health related stigma and discrimination within schools
Schools are seen as playing an important role in mental health promotion (Wyn etal., 2000) 
which is inclusive of addressing the stigma and discrimination that surrounds mental health 
problems. The recent guidelines from the National Institute for Health and Clinical 
Excellence (NICE) Promoting Children's Social and Emotional Wellbeing in Primary Education 
(2008) is an example of the growing recognition of the need to take into account the 
addressing of mental health and well being issues within schools, and help to tackle stigma 
and discrimination that is associated with mental health problems. This guidance includes 
the call for educational staff to be equipped to recognise signs of mental health problems in 
children and ensure adequate support is provided to them and their families. Such guidance 
comes as a support to other guidelines in place, most notably the Social and Emotional 
Aspects of Learning (SEAL) programme (Department for Education and Skills, 2005a) and 
the Healthy Schools Programme (Department for Education and Skills, 2005b). The need for 
training of staff in schools on mental health issues was found in three quarters of schools in 
an Ofsted report (2005). Where training for staff was provided, this was found to focus on 
the management of problem behaviours rather than promoting positive approach to 
mental health and well-being.
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School-based initiatives for changing attitudes
In 2005 it was reported that eleven countries across the world were working with young 
people in school based programmes on anti-stigma campaigns and mental health 
promotion programmes (Pinfold et ol.) and four years on, that number and the frequency 
of such provision is sure to have grown. Such programmes appear to take a number of 
approaches, but commonly are directed toward secondary-school aged children and 
include brief educational programmes and workshops (e.g. Watson etal., 2004).
One intervention (Pinfold et al., 2003) piloted mental health awareness workshops in 
secondary-schools across the UK and administered pre- and post-questionnaires to assess 
for change in knowledge, attitudes and behavioural intentions. Following the workshops 
students showed small positive changes in the vocabulary used when referring to mental 
health problems. Other initiatives have taken a similar approach. A secondary-school 
intervention by Sholl (see BPS, 2007), provided a four session intervention to a secondary- 
school in north London to try and change discriminatory attitudes and beliefs relating to 
people with mental health problems. Through this intervention children showed positive 
changes in terms of reductions in negative beliefs and stereotypical attitudes. Students in 
the study commented that they enjoyed meeting service users and would be particularly 
keen to meet some of similar age to them. This last aspect tackles the aspect of 'social 
distance' and contact with people with mental health problems, which are commonly 
reported as forming a major part of stigma and discrimination associated with mental 
health problems (e.g. Boysen & Vogel, 2008).
While a number of studies report involving people who have mental health problems (e.g. 
Pinfold et al., 2005), few appear to report involving service users of a similar age with the 
exception of a school project tackling students views toward people with schizophrenia 
(Schulze etal., 2003).
What is the evidence for attitude change strategies in children?
In reviewing the most effective vehicles for attitude change in children, Corrigan and 
Watson (2007) suggest a number of strategies. Findings from anti-campaigns and 
interventions indicate that stigma and discrimination are less likely to be endorsed by 
people who have greater knowledge and understanding of mental illness (e.g. Link & 
Cullen, 1986). Educational interventions have overall been found to produce attitude
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change (Boysen & Vogel, 2008), although the effects are likely to be small and short-term 
(Pinfold et al., 2003). Strategies which require authorities such as teachers, to endorse 
positive views and attitudes may also be successful. Pettigrew and Troop (2000) also 
suggest the beneficial nature of contact between groups in reducing prejudice; particularly 
when adhering to five conditions of; equal status between groups, common goals, no 
competition, authority sanctioned for the contact and moderate disconfirmation (i.e. 
stereotypes are disconfirmed by the interaction). These contacts were also found to be 
most beneficial in reducing stigma if they involved face to face interactions.
Other campaigns have focused on strengthening young children's ability to differentiate 
between members of out-groups, role playing strategies (e.g. Adoud & Levy, 2000), paired 
peer interactions (Aboud & Fenwick, 1999) and 'protest strategies' which question the 
morality of certain assumptions (e.g. Wahl, 1995). The evidence base for these strategies is 
less clear however, for example it has been noted that protest strategies can actually have 
the opposite effect of strengthening beliefs in particular circumstances (e.g. Penn & 
Corrigan, 2002). Overall, research has suggested that anti-stigma approaches need to be 
multi-level and multi-faceted to effectively reduce negative assumptions (Link & Phelan, 
2001).
Development of attitudes in children
In order to tackle changing children and young people's negative beliefs regarding people 
with mental health problems, it is necessary to gain an understanding of how such attitudes 
come to develop.
Labels, stereotypes and categories are undoubtedly part of the Western culture that we live 
in. Differences in terms of physical appearances, economic and wealth, create categories 
into which we all fall. Such distinctions however are not sufficient to inevitably become the 
basis of prejudice and stigma (Bigler & Liben, 2006). Research suggests however that once 
strong attitudes are formed they are "stable over time, are resistant to change, exert strong 
influence over information processing, overt behaviour and new attitude formation" 
(Prislin, 1996, pp.447). This therefore suggests that once an attitude has been formed and 
has gained sufficient strength it is likely to remain, to gather pace and effect how we see 
the world and related social phenomena. The rigidity of this concept therefore indicates
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that attitude change may be harder to infiltrate than attitude formation, indicating a need 
to develop positive attitudes in children at an early age.
In terms of understanding how children's views develop regarding mental health problems, 
evidence has been slow to emerge and the majority of studies looking at the formation of 
prejudicial attitudes have focused on ethnic prejudice (Corrigan & Watson, 2007). In a 
review of studies examining how children's attitudes develop, Corrigan and Watson (2007) 
reported the presence of stigma and prejudice in children as young as three years. Results 
reported show a curvilinear relationship however with prejudicial attitudes increasing up to 
the age of five years; where children have been shown to be aware of out-group 
stereotypes and importantly, actually endorse these negative stereotypes (Aboud, 2003). 
Following this, research suggests that as children age from five to seven years, there is 
actually a drop in prejudicial beliefs and this has been well supported in research looking at 
attitudes toward different ethnic groups (e.g. Black-Gutman & Hickson, 1996). Studies 
looking at older children however indicate that children often do not have a clear idea of 
what 'mental illness' is (e.g. Spitzer & Cameron, 1995) and that cultural stereotypes are not 
fully developed until adolescence or early adulthood (Schulze et ol., 2003)
An understanding of some mental health problems may also be more developed than 
understanding of others in children and young people. Seeker, Armstrong and Hill (1999) 
demonstrated that young people drew on their own behaviours and looked for actions they 
could identify with when assessing whether a vignette represented a person with mental 
illness or not. If they were able to relate the behaviour in the vignette to something they 
had experienced themselves, then they did not label the person as having a mental illness. 
Interestingly, difficulties such as depression, eating disorders and behavioural problems 
were not defined as 'mental illness' by participants in the study, but disorders such as 
Schizophrenia, most commonly were.
Models for understanding the development of stigma and discrimination in children
Frameworks for understanding how attitudes of stigma and prejudice develop in children 
fall into two main categories of incremental learning theories and cognitive stage theories. 
The former of these proposes that children are born with no stereotypes and that these are 
slowly acquired through an incremental learning process which takes place during 
interactions with parents, siblings and other key people. Incremental learning theories of
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children's acquirement of stereotypes and prejudice, overall however have received little 
empirical support (Corrigan & Watson, 2007).
Cognitive stage theories however represent classical Piagetian theory, and adopt the 
framework of developmental stages, relating to; sensorimotor (up to 3 year olds), 
preoperational (3-5 year olds) and concrete operational stages (children over the age of 7 
years). Changes in attitudes are therefore seen to be consistent with changes in cognitive 
development. A number of studies have been found to support this model (e.g. Spitzer & 
Cameron, 1995).
While lengthy discussion comparing these groups of theory is not possible in this essay, the 
theory outlined below takes elements from each of these to provide an account of how 
such attitude development make take place.
Developmental Intergroup Theory (DIT)
A recent theory presented by Bigler and Liben (2007) represents a model which draws upon 
aspects of the commonly presented groups of thinking concerning the development of 
children's attitudes. In DIT, the authors recognise the large environmental influence in 
shaping children's attitudes -  as outlined in incremental learning theories, but also draws 
upon cognitive developmental theory, in that children's cognitive processes are seen as 
being applied to what they encounter in the world as in classical Piagetian theory. It 
additionally takes elements from intergroup theory, drawing upon social identity theory 
(Tajfel & Turner, 1986). In their theory, Bigler and Liben propose three core processes that 
contribute to the formation of social stereotyping and prejudice; (1) establishing the 
psychological salience of different personal attributes, (2) categorizing encountered 
individuals by salient dimensions and (3) developing stereotypes of salient social groups. 
Within these core processes, Bigler and Liben discuss how groups may become salient to 
children. This may be for example through segregation, the role of essentialist thinking -  
i.e. the belief that members of a category must share important, non-obvious qualities - or 
where groups are explicitly identified such as in the media (e.g. Wilson et al., 2000).
A meta-analysis by Pettigrew and Troop (2000) provided support for the notion that 
segregation increases negative stereotyping and this is done through the process of 
unfamiliarity, by reporting findings that intergroup contact was able to increase intergroup
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liking. Bigler and Liben also argue the groups may also become salient when adults label 
groups or group member. Importantly, DIT takes into account the non-verbal 
communication adults may provide about certain stereotypes and how this forms an 
implicit part of children's learning as children are likely to witness many negative reactions 
by adults to people with mental health problems, but commonly are provided with little 
explanation as to why this is. Children are therefore seen to construct implicit hypotheses 
regarding individual's classification into groups.
I feel that DIT is able to capture some of the complexities around the development of 
stigmatising attitudes in children, and build on earlier theories which focused solely on 
environmental factors or cognitive development. One factor that this theory allows for, that 
many others do not, is the role of non-verbal communication. This is an aspect which 
appears absent in many other theories, but also poses problems as to how such an element 
can be effectively measured and studied. Subtleties such as adult's non-verbal 
communication of stigmatised attitudes - compared to where groups are made salient quite 
explicitly as in the media - I feel warrant a great deal of further research. As yet there 
appear no applications of DIT in order to provide supporting or dis-confirmatory evidence, 
therefore also warranting further research.
Problems with research into children's attitudes
The majority of research carried out looking at the development of prejudice and 
discrimination in children has historically looked at ethnicity. While much of this research is 
usefully applied to the area of mental illness, I feel it is important to acknowledge from the 
outset the differences between such targets for stigma. In comparison to ethnic stigma, 
mental illness has traits or cues, which are far more hidden than skin colour for example. 
This may suggest that the development patterns for prejudice for ethnicity in children may 
not be the same for mental illness. Carrigan and Watson (2007) in line with this suggest that 
due to the difficulties in perceiving cues for mental illness (as opposed to for ethnic group) 
young children around the ages of 3-5 years may be less likely to agree with prejudicial 
statements. The 'dip' in prejudicial attitudes seen at around the age of seven years, as seen 
in ethnic prejudice, may therefore not be seen in mental illness stigma. Further research 
however is needed to clarify whether this is indeed the case.
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Discussion
Reflections on challenging stigmatising attitudes in school programmes
School-based interventions for attitude change relating to negative beliefs about mental 
health problems largely appear congruent in their approach i.e. running brief education 
sessions and workshops, commonly around educational elements of mental health 
problems. While the interventions reviewed in this essay achieved favourable results, these 
reported changes appear to weaken with time (Pinfold et al., 2005). The real challenge in 
working with communities to tackle negative beliefs about mental health problems is in 
providing intervention which is not simply an add on to lessons and current curriculum, but 
providing long-term changes to educational programmes in school and Pinfold et al. (2005) 
note that no interventions have adopted longitudinal designs.
'Whole school' approaches are advocated by a number of authors (e.g. Wyn et al., 2000) 
and involve collaboration between teachers, parents, students and the wider school 
community to provide a consistent approach to mental health and well-being within 
schools as part of a larger curriculum, rather than one-off sessions and workshops. The 
need for 'whole-school' approaches has also been highlighted in recent educational 
documents such as the Targeted Mental Health in Schools Project (Department for Schools, 
Children and Families, 2008). While this essay has focused on the element of attitude 
change in children and young people, this is only one aspect of mental health promotion for 
this group. Whole-school approaches for example take into account other important 
elements of mental health promotion in promoting children's emotional wellbeing in order 
to aid the prevention and/or early detection of mental health problems.
Such an approach would be supported by psychological theory, for example DIT. Firstly, 
explicitly addressing mental health issues for example within schools means children may 
be less likely to construct their own hypotheses relating to the importance of such 
categorisation into the groups of mentally healthy and those with mental health problems. 
This allows room for assumptions to be challenged that all members of this group share the 
same -  negative -  qualities. As training and education is provided to teachers, other 
educational staff and parents, there are also likely to be changes in the verbal and non­
verbal communications relating to mental health stigma; these may either become more 
positive based on more accurate knowledge of people with mental health problems.
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I also feel that the way we measure these changes in attitude may also be a cause for 
concern. Self-reports are commonly used to assess attitude and these have the draw-back 
of being widely open to social desirability bias, and this may be even more marked in 
children, who may possess a heightened wish to conform. More widely in addressing the 
concept of attitudes, it strikes me that studies do not take into account the fact that 
changes in attitude do not necessarily predict changes in discriminatory behaviour which 
may be an area for further research.
The majority of interventions also appear to be carried out with adolescents. While 
research suggests that attitudes may be fairly flexible up to this point and therefore suggest 
this is an appropriate group to work with, greater recognition needs to be made to how 
early children actually start forming prejudicial ideas. This aspect of research appears 
poorly utilised within educational programmes and anti-stigma campaigns. In line with this. 
Pinfold et al. (2005) call for a holistic approach, starting with toddlers and their parents, 
followed by work with children and adolescents, through to work with adults in the 
workplace for example. This is supported by Boyson and Vogel (2008) who in their research 
suggest that stigma relating to mental health problems should be addressed earlier than in 
young adulthood and that pre-existing attitudes have a large impact on the integration of 
new information.
Barriers to involving children who use mental health services
Research has reported that increasing contact between people with and without mental 
health problems is an important element of intervention. I feel that the involvement of 
children and young people who use mental health services may pose difficulties however. 
While service user involvement has come a long way in adult services, the progress has not 
been matched for people in child and young people services. For example in my own 
experience as a Trainee Clinical Psychologist, I have found that local service user groups for 
adults with mental health problems far outweigh the groups available for children and 
young people. I feel that the evasive nature of stigma associated with mental health 
problems is so great that parents are often concerned about supporting children who have 
experienced such mental health problems to take on such roles. This is supported by 
research by Corrigan and Miller (2004) for example who, in a review of relevant articles, 
concluded that parents are often blamed for 'causing' their child's mental health problem 
and research referred to earlier on, suggesting that children with mental health problems
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may actually be more stigmatised than adults with similar difficulties. As psychologists, I 
feel that we therefore play a wider role in terms of supporting children and their families to 
participate in mental health promotion programmes, and gaining an increased 
understanding of their struggles to do this which may be different from those adults are 
faced with in terms of such involvement.
In writing this essay, one of the main difficulties has been to gain information on the types 
of projects that are being carried out within schools to tackle children's negative attitudes. 
While many programmes may be underway, authors have noted that such initiatives are 
rarely evaluated (Pinfold et al., 2005). This strikes me as problematic for two main reasons. 
Firstly, with lack of evaluation, and rigorous evaluation at that, comes a depleted evidence 
base to be drawn upon. This then increases the likelihood of programmes being 
implemented that are not evidence based and therefore may be providing potentially 
inadequate interventions which may be costly in terms of resources, and provide no 
meaningful change. As psychologists, I feel this is an important aspect that we are able to 
support when working with children's services and the establishment of national databases 
of such intervention projects may provide the first step in this process.
Recognising difference
One of the difficulties facing campaigns to target children's attitudes is that children are not 
all alike. By this, I mean firstly that they do not all have the same learning styles, children of 
different ages will need developmentally appropriate programmes children having different 
personal and social characteristics. This means that initiatives may benefit from adopting 
more flexible stances that allow not only differing ways of attitude change to be sought, but 
also different levels of teaching and communication types. For example, gender differences 
have been found specifically in relation to how young men and women connect to and 
learn about mental health issues (Pinfold et al., 2003). Different mental health problems 
may also need to be addressed through different methods, due to differential perceptions, 
(Pinfold et al., 2005), particularly where there is a difference in the perceived 
dangerousness (Boyson & Vogel, 2008). Consideration needs also to be given to how 
programmes are applied to non-mainstream schools such as special schools and pupil 
referral units. There is also a need to recognise the requirements of the particular 
communities that we work with. For example, where mental health problems have been 
shown to have a greater prevalence in low socio-economic groups and particular ethnic
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minority groups, greater sensitivity may be needed in working with children from such 
settings as more powerful emotions may be evoked as a result. This is further highlighted 
by the fact that research has also found cultural differences concerning stigma and 
discrimination associated with mental health problems (e.g. Fabrega, 1991). A number of 
school mental health promotion interventions have begun however to take into account 
the knowledge level and needs of the local community (e.g. Patton etal., 2000).
Conclusion
Stigma and discrimination associated with mental health problems are far reaching and 
permeate the lives of whom it is associated. While it is an overarching task of our society as 
a whole to address such concerns through social policy, legislation and frameworks, as 
psychologists we also have a professional responsibility to tackle this. As has been shown in 
this essay, we can make important contributions through the understanding of how 
children's stigmatising attitudes develop, effective methods for attitude change and how 
these may be applied with the school environment. While as practitioners we may feel that 
we are making little difference to specific individuals, as Rose (1992, cited in Wyn et al., 
2000) notes, "when many people each receive a little benefit, the total benefit may be 
large".
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I decided to write this Problem Based Learning (FBI) reflective account divided into a 
number of relevant sections as opposed to continuous prose. This decision was made due 
to my desire for structure in an exercise that is unfamiliar to me and also as an attempt to 
provide a greater coherence to my stream of thought for the reader.
The Original Task
During the first week of the Clinical Psychology programme our cohort of 28 were 
organised into four small groups for the purpose of on-going Case Discussion Groups (CDG); 
the setting in which to complete our first PBL exercise. The 'problem' presented was as 
follows:
"The relationship to change"
My initial thoughts around the task; due to perhaps the language through which the task is 
conveyed -  made me envisage some kind of problem-solving task in which I found myself 
lost as to where the actual 'problem' was in the statement given. My own initial meaning 
and construction of this phrase centred very much on internal, idiosyncratic processes 
relating to change, as opposed to more macro and/or external topics.
The Group Process
After assigning a Chair and a Scribe, the group addressed the meaningful word of 'change' 
and reflected on what this word meant to each of us. A number of specific themes emerged 
from this discussion, including control, predictability, relationships and motivation. The 
assignment of the roles of Chair and Scribe I felt allowed a structure to form which made 
the group feel less unpredictable and 'safer' as roles were more clearly assigned. Within 
this process of role allocation, the issue of gender was raised by the group facilitator, 
particularly encouraging the group to reflect upon the implications for gender and power 
differentials, should the group choose to elect the only male member of the group as Chair. 
While these potential implications had not been at the forefront of my mind, I would have 
felt it natural to choose the male member of the group as Chair due to their personality and 
style of relating. A female member was chosen as Chair and while power differentials may 
have resulted if the male member had been chosen, I felt somewhat disappointed that the 
group were not given more of an opportunity to both discover and manage these dynamics 
ourselves. This may have proved a useful learning experience to apply in real world settings
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where the reality is that there are pervasive gender inequalities within the NHS 
(Department of Health, 2007).
Discussion of the very general topic of 'change' and the identified themes evolved into 
discussion of how clinical practice in psychology and mental health is currently undergoing 
a process of change and how this political arena may be of interest as a topic for our group. 
Over the course of the following meetings this political focus was narrowed down from a 
large number of political agendas and current papers, to focus on the New Ways of 
Working for Applied Psychologists document (Department of Health, 2007), specifically the 
changing role of the Psychologist and how psychological therapy is delivered.
The group felt it would be most interesting to view these changes 'through different eyes' 
and reflected on our views of how proposed changes may affect service users, trainee and 
assistant psychologists, other health/mental health professionals and clinical psychologists 
themselves. This however was a fairly long process to reach this point, as the group initially 
felt it may be more useful to illicit the actual views of members of the above 'categories' as 
opposed to using our own ideas. One of the most powerful processes for myself in this 
group exercise was coming to the realisation that the views we had as individuals and as a 
group contained sufficient validity and meaning to be used within our presentation.
The Presentation
The six-week PBL exercise concluded with an afternoon consisting of 20minute 
presentations from each CDG. Discussions on our presentation -  in terms of material, style 
and format - had continued to our very last meeting and there was a feeling that we were 
only able to pull everything together at the very last minute. It seemed to me as though the 
group would have happily been able to carry on discussions for many more weeks before 
reaching a more natural end point.
The group presented our thoughts and ideas on New Ways of Working by splitting the 
presentation into a number of sections. One group member introduced the topic area, one 
presented a theoretical model of change lining to the topic area, four presented role-played 
views from psychologists, service users and healthcare professionals and the final group 
member summarised our work and reflected on our group process.
53
Overall Reflections
The group process and PBL exercise as a whole was both a rewarding and challenging 
experience and presented me with a novel, unfamiliar mode of learning. While I felt the 
group functioned well overall and produced a unique, and I feel comprehensive, response 
to the 'problem', this process was not without its 'highs and lows'.
As one may expect in a group situation a number of disputes arose throughout the process. 
While the majority of these represented small disagreements on content of presentation 
and structure, other disputes concerned factors which had occurred outside the PBL 
exercise. I felt that the group responded to these demands in an extremely efficient and 
respectful manner, and addressed the issues and concerns head on. This provided the 
group with a greater sense of openness and transparency. The cohesion of the group was 
also challenged by one group member being absent at the start of the exercise and then 
again further along in the process. While not ideal, this had positive aspect as the group 
was able to gain a more objective opinion on the presentation topic and material and 
helped us clarify our aims and understanding somewhat.
Difference within the group in terms of knowledge and approach became clear at a number 
of points, for example when addressing a structure that could be used for the presentation 
and there were a diverse range of perspectives on how to do this. This highlighted to me 
that we can never fully be aware of the background, expertise and opinions of others in a 
group. This is therefore why a sensitive approach needs always to be adopted, and this 
approach is undoubtedly helpful in therapy also. Through such discussions however, I 
learnt more about my own personal role within a group of diplomat, and my developing 
skill in balancing multiple views, opinions and related affect. This leads me to reflect upon 
others roles within the group, particularly identifying those who were perhaps leaders, and 
others who were happier to follow, and how rigid these roles are, reflecting on whether 
myself and other group members are able to be flexible in our roles.
While tension may have been created at these particular times, the opportunity for 
learning from others approaches and from how the group resolved disputes was vast. The 
discussion of a theoretical model part way through the PBL exercise i.e. Tuckman's (1965) 
Forming, Storming, Norming and Performing model, I feel paved the way for a greater 
acceptance of the process and dynamics of the group that were unfolding. I found this
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particularly related to the 'storming' element of the group where roles were being clarified, 
where members challenge each other and the group facilitator also. I felt that the group 
made some progress to the so-called 'norming' stage of group processes where agreement 
and consensus was formed but by no means 'achieved' this stage.
Reflections above demonstrate to me that group processes are often extremely cyclical and 
may in fact get caught in a cycle of forming, storming and norming before this settles into a 
stable pattern. I can envisage that similar processes may take place within mental health 
teams and is something I have noticed in a number of meetings I have attended while on 
my professional placement. Groups will often proceed in this cyclical manner sometimes 
indefinitely or, like our PBL group, until a final end point is reached and action must be 
taken.
This raises the question of whether we are ever really ready for change and leads me to 
reflect upon models such as Cognitive Behavioural Therapy (CBT) where discrete numbers 
of sessions are agreed, i.e. the process is not ongoing and a definite end point is generally 
given. This also makes me think of recent teaching on Acceptance and Commitment 
Therapy (ACT) and Contextual Behavioural Activation; where it seems as though clients are 
encouraged not to fight against feelings of discomfort they may have, but accept them, and 
carry them with them, and undertake the task in question regardless (i.e. making change 
before they may have reached the point where they necessarily feel ready).
Change therefore appears not to be a discrete entity. Change appears to me from our 
group experience as an ongoing process without a necessary end point. For example in 
terms of personal change, I am able to reflect on our PBL now three months after the 
exercise and reflect that the account I write now would be very different to an account of 
the same process if I were to write in another three months time. This is also an important 
point to remember for therapeutic work. Clients do not present in one way and remain this 
way until radically 'cured' or 'changed' at the end of therapy. Change will be taking place 
constantly throughout therapy as well as subsequent to therapy.
The encouragement of collaboration versus competition within the PBL (and the course as a 
whole) has represented a shift in my previous thinking and behaviour to some extent within 
academic settings, and felt a substantial change within itself. While I was able to function
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collaboratively within the group, as classical theory informs us by Tajfel (cited in Brown, 
2000), the mere categorisation of different groups i.e. in-groups and out-groups, is 
sufficient to illicit in-group favouritism and out-group discrimination. This therefore would 
suggest that while there were no explicit external rewards following the presentation, some 
level of in-group out-group discrimination was likely to have been taking place which would 
surely work against the model of collaboration versus competition within the course. I 
certainly felt this to some extent when watching the other groups present, while interested 
in the views, opinions and process that other groups had undergone, there was an element 
of comparison to our own work.
I do not see this as necessarily a negative aspect of the process however, as this is an aspect 
we must learnt to appreciate and manage within our work as psychologists. We are all 
members of different teams and groups within the workplace and in-group favouritism and 
discrimination to other groups is commonly encountered -  for example discrepancies 
between psychology and psychiatry or between 'expert professionals' and service users. 
Attempts to break down some of these 'group' barriers are seen more and more within the 
NHS however, such as the Expert Patient Programme, as we try to cultivate collaborative 
practice where we are all on the same 'team' so to speak. Tasks where groups have a 
shared goal are likely to be crucial, with Brown (2003) suggesting that this facilitates 
cohesion and may be relevant to Partnership working between services more broadly.
Overall I feel New Ways of Working has been an important topic for us to choose as a group 
and within the PBL climate, appeared to consolidate some members knowledge and form a 
basis to, or expand others knowledge and therefore each member underwent their own 
very personal learning or 'change' on our chosen area. I feel the subject area was also very 
provocative for the rest of the cohort when presented, as well perhaps as professionals 
members of the course team, and may have led individuals to question their own stance in 
relation to the proposed changes of New Ways of Working.
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This Problem Based Learning (PBL) reflective account looks at the work carried out based 
on a scenario presented to individuals from years two and three of the training course. The 
group work carried out is discussed along with personally pertinent themes, including 
reflecting on the voice of the service user, the formats in which we provide communication, 
and the complexity of working with systems in clinical practice.
The Group
Due to the group's composition of second year and third year trainees I did not experience 
an initial feeling of homogeneity at the start of this task. The group was diverse in terms of 
age, gender, ethnic back grounds and it emerged also prior personal and professional 
experience. At the start of the task I felt that this diversity may be a great asset in the 
creativity of the group, but was also mindful of the fact that great difference between 
group members could potentially lead to an approach which may not be cohesive and 
wondered how the group may manage this.
The Task
The 'problem' the group was presented with was titled:
"Working with people in later life, their families and the professional network"
Reading the initial information for the PBL task, I was struck by the complexity of the 
situation that was being presented. As the title of the task suggests, there were significant 
areas of importance relating to the 'identified client', who was potentially experiencing 
memory problems and difficulties of daily living skills, there appeared difficult relationships 
between the family in the scenario and professional staff and overall, complex family 
dynamics. I found myself feeling somewhat deskilled at the start of the task, feeling that 
members of the group from the year above were in a position of greater relevant 
knowledge given their current teaching on older people and most were on current 
placements in this area. I also felt that this scenario, while highly complex, probably 
mirrored much of the work we carry out in practice and I therefore appreciated the 
opportunity to grapple with such complexity in an academic setting. After reading the 
scenario a number of times, myself, as well as other members of the group, found we were 
struggling to gain a sense of the identified client, and realised that despite the great detail
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presented in the scenario, his 'voice' -  and by this I mean his views, opinions and 
understanding -  received very little attention.
The Group's Approach
The group spent initial weeks digesting the information presented and using prompt 
questions given to generate further ideas and areas for thought. We all decided to look at 
the initial question of "Who/what/where is the problem?", with the other questions being 
divided up by group members. I found myself feeling quite overwhelmed and anxious by 
the number of ideas and directions that were being suggested by group members. 
Subsequent to a number of discussions however, the group concluded that it was 
important to focus on the systemic aspects of the scenario; feeling that these constituted 
some of the most striking 'problems'.
One group member offered the idea of using a 'sculpting' technique to act out part of a 
family therapy session for part of the presentation. Sculpting is described as an expressive 
technique which has its roots in existential, humanistic and phenomenological psychology 
(Costa, 1991). In essence it involves the physical manipulation of family members that 
represent the 'sculpter's' representation of current relations between family members. 
Costa (1991) suggests that this intervention technique can be used at any point during 
clinical assessment and during the therapeutic process. In line with systemic theory, this 
approach can be seen as allowing a member of the family to share their 'story' of how they 
see the family dynamics, without imposing the beliefs of the therapist and therefore giving 
the family 'centre stage' (Dallos & Draper, 2005). Such a technique may also allow family 
members to dissociate themselves from the problem somewhat -  as it has now been 
transformed into something tangible and externally depicted, drawing perhaps from 
narratives therapies (e.g. White & Epston, 1990).
Reflections on the format of therapy
As one of the group members who acted in the sculpting sessions during the presentation, I 
was surprised out how powerful it felt to be involved in a physical enactment of the 
problems that were concerning the family in the scenario. It highlighted to me that the 
'standard format' of a therapeutic session consisting of two or more people sitting in a 
room, using spoken language as means of communication, does not necessarily have to be 
conducted this way and my assumption that it should be. This showed me that I need to
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develop a greater flexibility in therapeutic methods in order to work with service 
users/family/staff, rather than trying to make people fit into my model of working. During 
the last few months this has been something that has been highlighted through my work 
with people with learning disabilities. This has been a particular challenge when running a 
social skills group for eight individuals who have a great range of intellectual and social 
capabilities. I have therefore had to adopt a more flexible manner and adapt material to 
ensure that all members of the group are able to access this. This has involved using 
written, visual and audio material to cater for individuals different preferred methods of 
communication.
I have also reflected that if I had not directly taken part in the sculpting scene, this learning 
may not have taken place for myself -  or at least not to the same extent. I feel that this is 
an important aspect to note, and may be relevant to how I use supervision. By this, I mean 
greater learning is likely to occur for me if I am able to directly experience and practice 
techniques rather than just discuss them. For example, during a recent supervision session 
my supervisor and I discussed the Six-Part Story Method of assessment (Dent-Brown, 1999). 
Following the supervision session I found I had gained little understanding however as to 
how this technique may work in practice. It may have added to my learning therefore to 
suggest that we actually practice this technique in supervision so I might gain a better 
understanding of its use, and also get an understanding of how the client may feel when 
presented with this. This is also an important point to take forward in other PBL's and also 
when I become a supervisor myself -  in terms of gaining feedback on how people feel they 
learn best and providing the opportunity for different formats of learning to take place.
Hearing the voice of Service Users
Following the PBL task I have reflected on how I hear the voice of the people that I work 
with clinically, as I felt it was hard to hear the voice of the client in the scenario presented. 
Two of my clinical cases came to mind in thinking about this. The first of these was a young 
lady I had just started working with, with Autism. Her mother is very involved with her care 
and has been instrumental in getting the needed care for her daughter. After my first 
session with this client I was informed by my supervisor that the work would have to be 
discontinued due to the mother's concern that such psychological work may cause her 
daughter great distress. The work was stopped, but looking back I wonder where the voice
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of the client was in this, as she was not consulted in this process, and also how she may 
have made sense of therapy being stopped with no reason or warning from myself.
The second client I have reflected on is a man in his 50's with Down's Syndrome who has 
suspected Dementia, who I have been assessing. While the identified client in the PBL 
scenario appeared to have difficulty with his memory and daily living skills, he was 
presented as an individual who was able to communicate effectively. The man I have been 
working with however, largely has no verbal communication, and little non-verbal 
communication. While research suggests that communication difficulties in people with 
dementia are often commonplace (Goldsmith, 1996), in a more concrete sense I have 
reflected on how to provide a 'voice' to this individual so that his views are heard. This has 
been very difficult and I have relied on the staff team that work with him to help interpret 
both his wishes and his responses during the assessment -  although I wonder the extent to 
which this is completely accurate.
I feel the two examples from my clinical practice above demonstrate situations where the 
voice of the service user may have become lost, and a greater awareness on my part may 
have helped facilitate a stronger voice. I feel that through discussion of this topic in 
supervision and heightened awareness, I can in my future clinical practice ensure the time 
is consistently afforded to capture such a crucial view point. While there is a wealth of 
research and legislation advocating that service user's voices are captured (e.g. Department 
of Health, 1999, 2006), I feel we must ensure that this is done at all levels, from direct 
therapeutic interventions up to service development decisions.
Reflections on the group's approach
Looking back at the presentation and the groups work together, I feel we addressed many 
aspects overall in the presentation and may not have afforded each sufficient time. This 
may have been a reflection on the diversity within the group and the need to please each 
member by including sections they had felt worthwhile. However, the sense of feeling 
deskilled did not continue subsequent to the initial meeting and the group acknowledged 
that each member had something meaningful to contribute. Looking back, I also wonder 
whether an element of transference (e.g. Lemma, 2006) was occurring during group 
members initial conversations regarding the voice of the identified client in the scenario
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being heard -  in that perhaps many of us were feeling as though our own voices were not 
being heard in the group.
The manner in which the group worked may however be reflective of clinical practice 
where we as therapists or teams feel overwhelmed by a person or families difficulties and 
feel the need to try and address many aspects. While some aspects of the presentation may 
have been idealist -  for example the group portrayed a high level of extended family 
involvement and sharing of information between a psychologist and family members - 
involving the wider family for me, was very important. This is perhaps due to the fact that I 
have worked in services which have strictly refused to involve wider family members and I 
have been frustrated at this at times when this felt particularly appropriate.
I feel that myself and other group members may benefit in the future by reflecting more 
greatly on what would be possible in a clinical setting in terms of involving family. The 
group perhaps did not fully address and discuss the practicalities, full implications and 
ethical issues of trying to involve family members who are not physically present and issues 
of confidentiality and information-sharing.
Conclusion
Overall the current PBL task has been interesting and thought-provoking. The group's 
decision to focus on systemic aspects of the scenario have led to increases in my knowledge 
base, particularly concerning creative techniques such as 'sculpting' and reflecting more on 
systems issues within the work place. The exercise has allowed me to reflect over the 
subsequent months on how we hear the voice of the service user and what formats 
communication may take place. As in the scenario presented, cases within our clinical work 
rarely have simple, straightforward systems. By acknowledging this complexity, working at 
levels which address this and enabling a voice to all levels of system and being curious as to 
at what level psychological input appears most beneficial; we undoubtedly make strides 
forward in our work.
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This Problem Based Learning (PBL) reflective account looks at the work carried out based 
on a scenario presented to individuals from years two and three of the training course. The 
group work carried out is discussed along with personally pertinent themes, including 
reflections on how we evaluate our clinical work and how we may adopt leadership roles in 
unlikely circumstances, as well as reflections on the group processes experienced during 
the task.
The Group
The group for this problem-based learning (PBL) exercise consisted of four individuals from 
the third year and four individuals from the second year. I was very familiar with those 
people from my own year although I was not familiar with group members from the second 
year. This left me curious as to the different approaches group members may take and how 
the group would work together. The group was largely homogeneous in terms of ethnicity 
and gender, as the group was predominately female with one male and all were of White 
British ethnicity. There was a larger mixture in terms of ages, personalities and, as it 
emerged, approaches to the task. Members appeared to have different views and 
knowledge bases concerning the PBL task topic, ranging from those who were very familiar 
with the PBL topic, to those who had little knowledge in the area presented.
The Task
The PBL task presented was a paper outlining the NHS Improving Access to Psychological 
Therapies (lAPT) agenda and was entitled "How do we know if lAPT is working?". Groups 
were given the task of preparing a consultancy report on evaluating outcomes in lAPT 
services. On presentation of this task, my first thoughts were fairly negative, feeling that we 
had already had a large amount of exposure to the lAPT agenda and that it was not 
something I felt particularly supportive of. Given my own initial reactions I chose to share 
with the group my ideas about the task that would allow me to connect more fully with the 
topic. I did this by discussing the application of lAPT to children's mental health services.
The group's approach
Other members of the group were interested in the idea of focusing on lAPT in relation to 
child services. While no other members appeared to have a specific interest in this area, 
group members appeared keen to learn about an area they knew little about. This seemed
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particularly relevant for members who already had a well established knowledge base 
regarding the adult lAPT agenda.
Within our initial investigations we found that drives to improve access to psychological 
therapies for children, young people and their families have lagged behind comparable 
initiatives in adult mental health. Recent proposals have suggested that in order to meet 
the needs of increased access to specialist mental health services and provide evidence- 
based high quality service provision, a model of lAPT, comparable to that implemented in 
adult services is needed in child services (Layard, 2008; York, Zwi & Layard, 2009). We 
found that plans for lAPT within child services continue to be at the stage of proposal, with 
little clear idea of how these services will be evaluated.
As a group we found that before we could even begin considering the issue of outcome 
measures and evaluation, the group encountered a number of difficulties conceptualising 
the application of an lAPT model to child services. For example, in one discussion, we 
became unsure of whose voice we would need to be capturing in such evaluations. This is 
due to the fact that wider systems are more commonly implicated in the treatment of 
children, notably the family and school systems. We were also concerned about how to 
capture the views of a child who may be judged too young to complete self-report 
measures. As a group we therefore decided that our presentation may be most beneficial if 
it was able to capture some of the difficulties we had come up against as a group. We 
therefore chose to focus on a number of central debates which we felt were important 
when considering outcome measures for lAPT services. These were the use of individual 
quantitative self-report measures, the proposal of long-term evaluation of lAPT for children 
and evaluation based on diagnostic labels and NICE guidelines.
Reflections on the use of outcome measures in therapy
During one group discussion members of the group who had worked in lAPT services 
shared that they felt the number of outcome measures clients were requested to fill in was 
more targeted toward justifying the service provision rather than providing meaningful 
information about improvements or modification. One group member commented that 
outcome measures are too often used to 'justify, rather than to modify'. This comment 
struck a chord with me and I have considered it in relation to my clinical work while on 
placement.
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Since carrying out the PBL exercise I have reflected on how I use outcome measures on 
placement and wondered whether I really use them to their full advantage. I have reflected 
that my use of outcome measures can be quite inconsistent and little discussion with a 
client often takes place around them. While I feel that I am more comfortable having a 
qualitative discussion with a client around how they are finding an intervention, I can see 
that I am under utilising outcome measures. For example, outcome measures administered 
at different time points throughout an intervention may allow for more opportunity to gain 
a more objective measure of progress, which is likely to allow for adjustments to be made if 
necessary. Also, while eliciting feedback from clients in a qualitative form is my own 
preference, this may not be so for all my clients. I have found that I need to adopt greater 
consistency in administering outcome measures at the end of therapy and wonder whether 
it is harder to administer an outcome measure where the outcome that was hoped for has 
not been gained. However, in avoiding this, I am missing the opportunity to learn in 
collaboration with my clients what was not helpful about an intervention, which may be 
things I can take forward in future work with other clients. Therefore I hope to use outcome 
measures within my clinical work to a greater extent in the future, be it by administering 
them more regularly with individual clients, or more consistently across clients. In this way I 
hope this will help modify and improve my clinical work rather than seeing outcome 
measures as just a piece of paper to be stored in a file and forgotten.
The reluctant leader
Throughout the group process I felt increasingly as though I was becoming positioned in a 
leadership role for the group. I reflected at the time that may be partly due to the fact that I 
was in the third year, and partly due to the fact that I had prompted the original focus of 
our presentation.
While I would not consider myself a natural leader, I can also appreciate the qualities that I 
brought to this task that positioned me in such a role, and further, how these may in fact 
propel me in such a direction in the future. Firstly, my passion for particular areas of work 
mean that when such areas are discussed I often feel compelled to intervene. Also, because 
of natural personality characteristics I constantly strive to try and maintain harmony within 
a group, to resolve disputes and ensure all individuals are reasonably content (a role I have 
now taken for a number of years within my own family!). This may have also positioned me 
well to adopt a leadership position in the group.
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As unlikely as I may have thought at the start of the training course, I can now see how 
these qualities may lead me to find myself in a role of leadership, just as happened within 
the current PBL exercise. Since completing the PBL task I have found that on placement 
there have been a number of times where I have, almost unwittingly, found myself 
adopting such a role. I have been working with one client on placement who was having 
difficulties bonding with her new born daughter in the context of family disputes. I have 
found myself taking on a leadership role in relation to this case by communicating with 
other professionals around this client, and facilitating and coordinating the sharing of 
information. While I would not have necessarily envisaged taking such a lead role initially in 
this case, as it turned out I was well positioned to help facilitate this case moving forward, 
and I was particularly driven to do this due to my concerns regarding the family.
Reflections on the group's approach
Overall I felt that the group took a novel approach to the PBL task in contrast to other 
groups. Our presentation was able to show some of the complexities in applying the lAPT 
model to children's services and how these impacted the evaluation of outcomes. On 
reflection, this area was perhaps slightly more complex than if we had focused on adult 
lAPT. Due to not focusing on adult services members may have also missed learning 
opportunities specifically relating to evaluating outcomes in adult services.
I found the process of completing our group task and developing a presentation quite 
frustrating. The group appeared to be split between those who were quite disengaged from 
the process i.e. those who did not contribute greatly in discussions, to those who were 
engaged with the task but asserted their own competing agendas of how our presentation 
should be structured. This variety of approaches thoroughly reflected this diversity within 
the group of individual approaches but resulted in a feeling of incoherence. This led to a 
number of difficult discussions in the group where frustrations were aired.
Research suggests however that group conflict relating to a task as opposed to relationship 
conflicts can be beneficial in some circumstances, and even improve group outcomes (e.g. 
Jehn, 1995). These outcomes are particularly likely when there is 'agreeable conflict 
management' within a group (i.e. integrating and satisfying all members expectations) and 
where conflict is actively rather than passively managed (i.e. open discussion of differences 
and exchanges of information) (DeChurch & Marks, 2001). Reflecting on this research, I can
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see that while conflict did arise within the group, the group responded to it by utilising 
conflict management strategies which could be classified as both active and agreeable. In 
practice this meant that we produced an end product that all members appeared pleased 
with. It may be beneficial for members of the group in the future to spend some time 
reflecting on what they personally bring to a group in terms of process as well as content, 
to allow for more transparent conversations around managing group conflicts.
Conclusion
Overall, the current PBL exercise has provided a stimulating and insightful arena to reflect 
upon how we measure outcomes in an area that I was not initially very enthusiastic about. 
On a personal level this task has allowed me to recognise that much of my dissatisfaction 
with the lAPT model stems from the emphasis which has so often been placed on the wider 
economic benefits of lAPT services. This has at times meant I have lost sight of the fact that 
we most probably all want the same thing, i.e. improved access to psychological 
assessment and treatment for service users. In completing this exercise I have given 
thought to how we evaluate our day to day therapy and how I may not currently use 
outcome measures to their full potential. I have also reflected on how perhaps we find 
unlikely leaders in the midst of those who are passionate about particular causes and have 
something to say about service provision. This reflective account has additionally helped 
me view group conflict as something that can be productive and even improve task 
performance, rather than viewing it as something that is always negative.
72
References
DeChurch, L.A. & Marks, M.A. (2001). Maximising the benefits of task conflict: The role of 
conflict management. The InternationalJournal o f Conflict Management, 12(1), 4-22.
Jehn, K.A. (1995). A multimethod examination of the benefits and detriments of intragroup 
conflict. Administrative Science Quarterly, 40, 256-282.
Layard, R. (2008). Child mental health: key to a healthier society. Retrieved October 10,
2009 from
http://cep.lse.ac.uk/textonlv/ new/staff/lavard/odf/RL502A ChildMentalHealth 15082008
iDdf
York, A., Zwi, M. & Layard, R. (2009). Improving Tier 3 CAMHS, drawing on lAPTexperience. 
Retrieved October 10, 2009 from
http://cep.lse.ac.uk/textonlv/ new/staff/lavard/pdf/RL540Almproving-tier-3-CAMHS.pdf
73
Process Account of Personal and Professional Learning
Discussion Group 1: Summary
September 2008 
Year 2
74
The Personal and Professional Learning and Discussion Group (PPD) provides an 
environment where it is possible for trainee's to discuss relevant topics and gain support in 
a more intimate space than compared with the full cohort setting. The function of the 
group and its development over the year, as well as personal and professional learning are 
discussed.
The PPD consisted of six females and one male and was diverse in terms of member's ages, 
backgrounds and clinical experience. Throughout the year the group took turns to present 
clinical work with clients based on assessment and later formulation. This allowed the 
opportunity for varied feedback and perspectives from group members to be shared and I 
felt this was particularly useful where members were working in different therapeutic 
models to the model I was working in. Power differences were shown in the group 
throughout the year and this often manifested in particular forms of communication 
between group members. The themes of psychosis and the use of language featured highly 
in group conversations and these raised particularly pertinent issues for consideration while 
on clinical placement.
Overall the group provided a safe and structured space to explore ideas and assumptions. 
While the structured space initially felt as though it lowered anxiety levels for myself, 
toward the end of the year there felt the need for a more flexible space where the group 
may also be able to develop a greater sense of cohesion. The group has been beneficial in 
terms of supporting learning and it is envisaged that the group may move forward into new 
phases of learning, support and work in the coming year.
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Our Personal and Professional Learning Discussion Group (PPD) begun this year by 
reflecting on changes that members would like to make to the group following our 
experience the previous year. This year the group was also joined by a new facilitator and 
one new member. The group took a different approach to that of the previous year and 
took a less structured, more flexible approach to the work that was carried out. Examples 
of group work included discussions of leadership and of the use of genograms. One group 
discussion that I found particularly pertinent was surrounding managing professional 
boundaries, and I have reflected on how other professions may differ to us in terms of this, 
this importance of acknowledging this in MDT settings and also how our own boundaries 
are likely to vary depending on the context.
A number of difficulties characterised the development of the group over the year 
however, and frustrations were acted-out by members in the group through opposition 
against the facilitator and aggression and hostility between members. This may usefully be 
understood in terms of Benne and Sheats (1948, 2007) theory of functional group roles and 
shows that the group this year has been heavily representative of dysfunctional roles. This 
however can be seen as being helpful in that such roles have not been suppressed, allowing 
the group to begin to address the difficulties experienced. Through this reflective account I 
have discussed how we make changes and how we know what the right course of action is; 
which is something I have reflected on in terms of a parenting group I have observed on 
placement. I have also reflected on my personal use of the group and how this has mirrored 
how I have used supervision on placement.
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INTRODUCTION TO THE CLINICAL DOSSIER
The clinical dossier includes an overview of clinical experience gained over the three years 
of training. This includes a year long Adult Mental Health placement and four six month 
placements of: People with Learning Disabilities, Children and Families, Specialist 
Placement (Paediatric Psychology) and Older People. Documentation relating to each 
placement (placement contracts, logbooks, evaluation forms and trainee feedback forms) is 
included in volume 2.
Four written case reports were completed over the three years, two for the first placement 
(Adult Mental Health) and one each for People with Learning Disabilities and Specialist 
Placement. In addition to the written case reports an oral case presentation was completed 
in the second year and was related to the Child and Families placement. Summaries of each 
case report/oral presentation are included in this volume, with the full case reports being 
included in volume 2.
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OVERVIEW OF CLINICAL EXPERIENCE 
Adult Mental Health: A primary care mental health team
This team provided a specialist mental health care service for working age adults with 
mental health problems. Clients referred to psychology would have already being assessed 
in a primary care setting and many would have already received six sessions of cognitive 
behavioural therapy (CBT). The Primary Care Mental Health Team (PCMHT) was an 
integrated health and social care team and consisted of social workers, psychiatrists, 
community psychiatric nurses, clinical psychologists and occupational therapists. Clinical 
experience included individual work using a CBT framework and group work. An example of 
individual work carried out included CBT with a male for depression and CBT with a female 
for specific phobia. I had the opportunity to participate in two groups while at this 
placement. The first group was at a trust eating disorders service for working age adults. 
This group was jointly run with another clinical psychologist and focused on helping a group 
of five women overcome bulimia. The second group took place at the PCMHT and was a 
group helping individuals cope with bipolar disorder. This was also run jointly with another 
psychologist and had input from a psychiatrist.
Learning Disabilities: A Community team for people with learning disabilities (CTPLD) and 
an inpatient unit for people with learning disabilities and mental health needs
The client group for the CTPLD service included adults who had a learning disability and 
required support for their mental health. The client group at the inpatient unit included 
adults with a learning disability who were being treated for a diagnosed mental health 
condition, many of whom had reached crisis point. The team at the CTPLD consisted of 
clinical psychologists, psychiatrists, community mental health nurses, speech and language 
therapist and community support workers, as did the team at the inpatient unit. Experience 
gained in the CTPLD included individual work and group work. Individual work for example 
included cognitive assessments and work around managing low mood. Group work was 
carried out jointly with a speech and language therapist and took place at a residential 
setting for people with learning disabilities. This group focused on developing social skills 
and learning how to keep safe in the community and topics included being assertive and 
responding to strangers.
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At the inpatient unit work included cognitive assessments, individual work and work with 
staff. An example of individual work was integrative work with a female with epilepsy and 
borderline personality disorder around ways to manage her mood and reflecting on past 
traumas.
Children and Families: A child and adolescent mental health service (CAMHS) and a youth 
offending team (YOT)
The CAMHS team worked with children, young people and families up to the age of 14 
years. They accepted referrals for a wide range of mental health problems most commonly 
through children's GP. The CAMHS was multi-disciplinary and consisted of clinical 
psychologists, psychiatrists, speech and language therapists, community psychiatric nurses 
and a family therapist. In addition, there was a paediatric liaison team which worked with 
children with mental health difficulties on the local children's medical wards. During my 
placement in this setting I gained experience of working with children and young people 
individually and also working with families. Individual work included for example working 
with a ten year old boy to overcome a specific phobia and family work included working 
with the parents of a five year old girl with behavioural difficulties. Work in this area also 
included conducting joint work with other team members and liaising with outside agencies 
such as schools.
The YOT was a multi-agency service that consisted of social workers, members of the police 
force, youth workers and substance misuse staff as well as clinical psychologists. The client 
group seen in the youth offending team consisted of young people who had committed an 
offence and had been through the youth justice system. Work in the YOT included 
individual work, consultation work and group work. An example of individual work carried 
out was working with a 16 year old girl around her low mood. Consultation commonly took 
place in an informal as well as formal manner in discussing the psychological needs of the 
young people referred to the team. Brief mental health assessments also formed a large 
part of the work at this placement where young people were 'inducted' into the team 
following sentencing in court. I was also involved in running a mental health promotion 
workshop for young people under the care of the team. Two service related audits were 
conducted also at the YOT. These audited the team's adherence to targets of completing 
assessments on their electronic system and around the number of referrals to psychology.
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Specialist placement: A paediatric psychology service
This team was based in a general hospital and worked with children who were currently 
under the care of a paediatrician up to the age of 18 years. This therefore covered a range 
of medical presentations. This was a uni-disciplinary team consisting of clinical 
psychologists and a clinical neuropsychologist. Specific teams that I was attached to during 
this placement were the neuro-developmental team and the HIV team. Other psychologists 
in the department worked with oncology, paediatric intensive care and neurology. My role 
in the team covered work with both inpatients and outpatients, and patients were seen 
from general paediatrics also. Individual work with children and young people took place, 
as well as work with families. Examples of individual work included working with a 14 year 
old boy around his anxiety relating to his epilepsy using CBT and an example of family work 
undertaken included working with parents around the behavioural management of their 
eight year old son, who had a diagnosis of Tourette syndrome. In addition to the 
experiences outlined above, I took a lead role in developing psychology input to the HIV 
service. The HIV service included a multi-disciplinary team at the hospital base and at 
another hospital in a different borough. I was able to set up and develop the psychology 
input that this other hospital received, with the hope that this service would continue after 
I left this placement.
Older Adults: A community mental health team for older adults
The client group seen by the team consisted of older adults above the age of 65 years. 
Client presentations consisted of both functional difficulties and organic difficulties. The 
team was multi-disciplinary and included psychiatrists, community psychiatric nurses, 
occupational therapists and support workers as well as clinical psychologists. Clinical 
experience included individual therapeutic work, the majority of which adopted a cognitive- 
behavioural framework. Client presentation's included depression, chronic pain and 
trauma. Group work was also undertaken in the form of a psychology support group for 
inpatients on an older people's psychiatric ward. This was an open group and covered a 
variety of topics including; adjusting to change, reflections on growing older and dealing 
with worries. Neuropsychological assessments were also conducted using a variety of tests 
to investigate possible dementia in clients.
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Steven, a 28-year-old white British male was referred to the Primary Care Community 
Mental Health Team by his general practitioner for difficulties he was experiencing due to 
an episode of depression. Steven had previously received six sessions of cognitive 
behavioural therapy (CBT) by a Mental Health Practitioner in primary care. Following this it 
was felt by the Mental Health Practitioner and Steven alike, that he would benefit from 
further support with his difficulties, particularly to focus on raising his mood, self 
confidence and self esteem.
Steven initially presented with low mood, low self-esteem and had recently resigned from a 
stressful job. Steven and I met for twelve sessions of CBT and agreed the goals of 1) 
increasing confidence and self-esteem, 2) structuring time more effectively and increasing 
motivation and 3) returning to work. The National Institute for Health and Clinical 
Excellence (NICE) guidelines for depression (2004) recommends CBT as an evidence based 
intervention for the treatment of moderate to severe depression as part of a stepped care 
approach. Therapeutic work used activity scheduling, thought records and goal-setting to 
help achieve Steven these goals.
At the end of our work together Steven made a great deal of progress toward achieving 
agreed goals firstly in terms of re-entering employment and secondly through his marked 
shift in affect. Reflections were made as to the therapeutic alliance and the use of humour 
in sessions as well as areas for potential improvement such as dealing with frustrations in 
therapy.
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Year 1
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Hannah White, a 28-year-old white British female, was referred to the Primary Care Mental 
Health Team (PCMHT) by her general practitioner (GP) due to experiencing distress 
concerning medically related objects or settings. Hannah had previously worked with 
another psychologist in the team who had moved to a different team.
At assessment, Hannah viewed her main problems as distress relating to blood (including 
menstruation), medical settings, needles and the fear of fainting. These difficulties were 
severe enough to impact Hannah's day to day life; most notably preventing her from 
working. Hannah and I met for a total of eight sessions and cognitive behavioural therapy 
(CBT) techniques based on recommendations for treatment of phobic disorders were 
employed. Specific strategies included thought challenging, hierarchy of exposure exercises 
and an applied tension technique.
Overall Hannah made good progress in terms of engaging with therapy and felt she would 
be less 'hysterical' in medical settings and with medical objects following our work 
together. She was able to take steps forward concerning dealing with her monthly periods 
although she still reported taking a couple of days off work during one month. She was able 
to complete the hierarchy of exposure work and achieved her goals of visiting her GP 
surgery on a number of occasions. At the end of our work however I was concerned 
regarding Hannah's ability to maintain her progress and together we spent time discussing 
difficulties that may arise in the future and how they may be handled.
In reflecting on our work together a psychodynamic formulation was used to aid 
understanding of Hannah and her difficulties. Additional comments are included on the use 
and impact other therapeutic approaches may have had on her difficulties.
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Anna Moorland, a forty-seven year old White Irish female was referred to psychology for 
assessment of her general intellectual functioning and memory abilities. Anna was an in­
patient on a unit for people with learning disabilities and mental health problems and has 
diagnoses of cerebral palsy and bipolar disorder. Members of the multi-disciplinary team 
(MDT) felt it would be useful to gain an increased understanding of Anna's cognitive 
capabilities in order to aid her care and management while on the unit and help plan for a 
future residential placement. This was particularly important as Anna often displayed very 
challenging behaviour and services found it difficult to manage her care effectively.
Literature suggested that Anna's neuropsychological profile was likely to be consistent with 
damage to the cerebral cortex, the basal ganglia and/or the cerebellum, which may have 
included deficits in higher functioning capabilities, memory, attention and cognitive 
flexibility. Deficits could also have been consistent with bipolar disorder such as attention, 
verbal learning/memory and executive functions.
Following discussion of the assessment with Anna, it was concluded that she did not have 
the capacity to make an informed decision to carry out the assessment. The MDT therefore 
proceeded on a best interest decision for Anna to undertake the assessments. Anna's 
general cognitive capabilities were assessed using the WAIS-lli, and her memory through 
the WMS-III. Testing showed that Anna's intellectual and memory functions were at the 
Extremely Low level and findings provided support for the hypothesised neuropsychological 
profile based on deficits from cerebral palsy and bipolar disorder.
While no statistical strengths or weaknesses were found, results indicated that Anna may 
have difficulties in encoding new information, may be more comfortable with visual as 
opposed to auditory information and demonstrated poor cognitive flexibility. 
Recommendations were made in terms of her current and future care.
Lastly, the need to consider Anna in the context of her life experiences, the difficulty in 
providing Anna with a voice in the assessment, and differences between Anna and myself 
were considered, as well as reflection on the use of the current psychometric tests.
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The role o f systems In integrative work with a 10-year-old boy
with specific phobia
Child and Families Oral Case Presentation: Summary
September 2009 
Year 2
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The oral case presentation begun with reflections on my development as a trainee clinical 
psychologist. I reflected upon my development since the start of the course and how I felt I 
was developing greater skill in being able to recognise my strengths and weaknesses and 
being able to address these areas of weakness also. I was particularly thankful regarding the 
opportunity I had had to gain concrete experience in working with systems, something that 
up until that point I had gained little experience of.
For the topic of the oral case presentation I chose to present work with Dillon, 9-year-old 
boy of White British ethnicity, that I had worked with regarding a specific phobia he was 
experiencing. However, rather than focus solely on the work carried out, I chose to reflect 
upon the role of the system in this work, particularly highlighting the role his father played 
in the work. I chose this area to help develop my theory-practice knowledge in this area and 
also due to the fact that some interesting issues relating to this area naturally emerged 
from the work.
Dillon, who had a recent diagnosis of Asperger's Syndrome, presented with a specific fear 
relating to bees and wasps. This was significantly impacting him and his family who for 
example, were limited in daily outings, because if Dillon encountered a bee or wasp he 
would become very distressed and the family would subsequently have to return home. 
Cognitive behavioural therapy (CBT) techniques were used throughout our sessions such as 
systematic desensitization and operant procedures, cognitive reframing and relaxation and 
breathing techniques. CBT has been shown to be effective in treating anxiety disorders in 
children with Asperger's syndrome.
Dillon regularly attended sessions with his sister Laila and either his mother or father. I 
noticed that the sessions where Dillon's father attended felt very different to the ones 
conducted with his mother and I took this issue to supervision to reflect upon.
In terms of research, fathers have been shown to be less likely to be involved in the 
treatment of child and family problems and less likely to attend for appointments than 
mothers. However, long-term benefit for children has been shown by involving fathers in 
child therapy. In addition research has found that therapists may focus to a greater extent 
on engagement with the mother when working with families.
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In terms of my work with Dillon and his family and focusing on aspects of the work 
regarding his father's involvement, a starting point was acknowledging that I felt some 
discomfort in the sessions with his father and reflecting on my own assumptions around 
involving fathers in child work. Subsequent to this, I spent time ensuring that the work had 
a number of active elements to it which allowed for involvement of all family members, and 
also using the involvement of Dillon's father in therapy to help change restrictive masculine 
schema's that Dillon appeared to possess, for example the notion that he should not be 
afraid of anything.
The piece of work conducted with Dillon and his family was largely successful and Dillon 
was able to challenge his fear of bees and wasps. At the end of our work together Dillon 
and his father reported that Dillon's fears were no longer at an excessive level and they no 
longer impacted on family functioning.
In reference to my own development, I have been able to reflect that this piece of work 
demonstrated my development as a trainee clinical psychologist, firstly by the fact that I 
was able to recognise and address feelings of discomfort I had in this piece of work. It also 
demonstrated my development through working effectively with a system, engaging all 
parts effectively. Additional reflections were included relating to the impact of the work on 
me as well as areas for improvement.
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An integrative approach to pain management with a 
thirteen-year-old boy
Specialist Placement (Paediatric Psychology) Case Report:
Summary
April 2010 
Year 3
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Jacob Kabir, a thirteen-year-old boy of mixed Asian and White British ethnic origin was 
referred to psychology for pain management following hospital admission for a bowel clear- 
out procedure. Jacob was deemed physically well following this procedure but was still 
complaining of severe abdominal pain.
Jacob presented as very mature for his age and was able to accurately relay his symptoms, 
current medication and medical history. However, I was left struggling to see who Jacob 
was as a person outside his patient identity.
Our work together took an integrative approach, acknowledging individual and systemic 
factors, within a biopsychosocial framework. Psycho-education around pain was given, as 
well as pain management techniques such as relaxation, and distraction. Intervention also 
adopted a narrative approach where Jacob's difficulties were externalised. A pain 
management contract was drawn up with Jacob and his mother to continue working on 
pain management following therapy.
At the end of our work Jacob found some helpful strategies but overall did not have great 
improvement in managing his pain. However, Jacob appeared to connect well to narrative 
work and thinking about who he was outside of his patient identity. Relationships emerged 
as a significant theme in our work together and Jacob found ending the work difficult. The 
use of an integrative approach to pain management has been considered along with the 
need to consider realistic expectations of therapeutic outcomes. Reflections were also 
made regarding my own constructed assumptions of childhood and how these may have 
differed from Jacob's assumptions.
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INTRODUCTION TO THE RESEARCH DOSSIER
The Research Dossier includes a Service Related Research Project (SRRP) that was carried 
out in the first year of training, in a Tier 2 Child and Adolescent Mental Health Service 
(CAMHS). This was not a service that I was on placement in. This dossier also contains the 
Major Research Project (MRP), conducted over years two and three of training. The MRP 
looks at psychological recovery in young children after they have had an admission to a 
Paediatric Intensive Care Unit (PICU).
A research log checklist is included, outlining different aspects of research and research 
tasks that have been completed over the course of training. Lastly a qualitative research 
project was conducted in year one which was a group project which investigated the 
perceptions of motherhood in trainee clinical psychologists. The abstract of this project is 
included in this volume.
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A retrospective audit o f referrals to a Tier 2 Child and 
Adolescent M ental Health Service (CAMHS) based on age, 
gender, ethnicity, and re f errer
Service Related Research Project 
July 2008
Year 1 
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ABSTRACT
Objective: To determine the characteristics of new referrals for direct work in a Tier 2 
CAMHS over a seven-month period and compare to local demographics where appropriate.
Method: A retrospective audit of clinical files of children referred to the CAMHS for direct 
work between 1"' September 2007 and March 2008 was carried out. All children 
referred for direct work during the audit period were included. An audit tool was created 
and used to extract data from files on age, gender, ethnicity and referrer. Data on age, 
gender and ethnicity from the audit sample were then compared to local demographics 
from the Office for National Statistics 2001 census.
Results and analysis: During the audit period 21 boys and 26 girls were referred to the 
CAMHS for direct work. Age ranges of children were between 0 -1 8  years (M = 11.07, SD = 
4.10). Data were analysed using one-sample Chi-square tests, using an alpha level of .05. 
Groups significantly over-represented in the audit sample were children between the ages 
of 11-18 years, children from non-white ethnic groups and referrals from educational 
services. Under-represented groups were children between the ages of 0-5 years, children 
from white ethnic groups, and referrals from GPs.
Conclusions: The findings of the study suggest that the CAMHS studied may be meeting the 
needs of the children in the local population based on gender, but not based on age and 
ethnicity. Referrals for direct work are not equally distributed amongst referral sources. 
Limitations of the study, such as the lack of local mental illness prevalence rates and service 
implications are discussed.
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INTRODUCTION
Tier 2 Child and Adolescent Mental Health Service's (CAMHS's) provide an interface with 
primary care and specialist CAMHS (Appleton, 2000). The Tier 2 CAMHS in the current study 
is set in a densely populated and ethnically diverse London Borough. The service provides 
assessment, intervention and support to children up to the age of 18 years and their 
families, who are experiencing emerging or mild/moderate emotional, behavioural or 
mental health difficulties (Hardy, 2008). Referrals to the service are taken from a number of 
sources such as schools, social services and health professionals. Figure 1 demonstrates the 
referral pathway of the CAMHS in the current study.
Referral agency request consultation
— ^ Agency/child exit
with service service
(no details taken of agency or child)
Referral agency request direct work with 
service
Service allocations meeting 
(file set up and child/agency details 
recorded)
Caseworker allocated and direct work 
(brief intervention) carried out
Figure 1. Referral pathway for current CAMHS
In a Tier 2 CAMHS evaluation by Worrall-Davies, Cottrell and Benson (2004) referrals were 
most commonly accepted from three referral sources: GPs and health visitors (both at 26%) 
and educational services (16%). This evaluation additionally found that referrals were most 
commonly gained for children between the ages of 6-10 years and that there were
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significantly more referrals for boys than for girls. The largest ethnic group in this 
evaluation was found to be 'White UK'. A report of the prevalence of mental health 
problems in children by Meltzer et al. (2000) however found a greater number of children 
in the age group of 11-15 years had a mental health problem -  with the figure for boys 
being higher than girls in this and the 5-10 age group. Children in the ethnic group of 'Black' 
were found to most frequently report mental health problems.
Standard 9 of the National Service Framework fo r Children, Young People and Maternity 
Services (Department of Health (DoH), 2004) addresses the mental health and psychological 
needs of children. The standard emphasises the need for there to be equality in access to 
mental health services regardless of a child's gender, race, religion, ability, culture or 
sexuality.
A number of papers also report inadequate mental health service provision for ethnic 
minority groups, such as Inside Outside (National Institute for Mental Health in England, 
2003). This paper reports that individuals from Black and Minority Ethnic (BME) groups are 
more likely to experience mental ill health and not adequately have their needs met by 
mental health services. Legislation such as the Race Relations (Amendment) Act (2000) has 
been put in place as well as action-plans such as the Delivering Race Equality in Mental 
Healthcare (DoH, 2005) to help address these inequalities and discrimination.
Given the frameworks and legislation detailed above, the service was interested in the 
characteristics of those who were referred for direct work and how this compared to the 
demographics of the local population. This would enable them to review if any groups were 
over- or under-represented and provide an indication of whether an equal and fair service 
was being provided to all. Such information may also present the start of the audit cycle 
(Barker, Pistrang & Elliott, 2002). The service was also interested in the number of referrals 
gained from different sources and this information may provide an indication of routes 
where it is more difficult to access the service. While a number of other factors such as case 
complexity/severity, number of requests for consultation and number of referrals to other 
Tier CAMHS in local area may also have an impact on referral characteristics; it is beyond 
the scope of the current audit to examine such factors.
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The objectives of the project were therefore as follows:
Objective One: Measure the demographic characteristics of referrals for direct work during 
the audit period based on age, gender, ethnicity and compare to local demographic data.
Objective Two: Measure the frequency of referrals for direct work from all referral sources 
during the audited period.
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METHODOLOGY
Design
The study was a retrospective audit of demographic and referral characteristics of new 
referrals for direct work. A between groups cross-section design was then used to examine 
how closely the age, gender and ethnicity of the audit sample matched local demographics.
Participants
The files of 47 children who were referred to the Tier 2 CAMHS for direct work between 1"* 
September 2007 and 31"^  March 2008 were examined. This sample consisted of 21 boys and 
26 girls. Subjects ages ranged from 0-18 years {M = 11.07 years, SO = 4.10).
Materials
A brief audit tool was designed to consistently extract information from clinical files 
regarding, age, gender, ethnicity and referrer (Appendix 1). The audit tool included five 
questions based on dichotomous choices (i.e. Yes/No) and multiple choices (e.g. category of 
referrer).
Procedure
Names of children referred to the CAMHS between 1^ ' September 2007 and 31^ March 
2008 for direct work were obtained via the team secretary through a service database. Each 
clinical file was then collected from archived records stored at the CAMHS site and 
information recorded on the audit tool.
Dates of birth from clinical files were calculated into age at time of referral and subjects 
were grouped into three categories based on groupings in previous CAMHS evaluation of 0- 
5 years, 6-10 years and 11-18 years (Worrall-Davies, Cottrell and Benson 2004).
The CAMHS coded ethnic groups based on 25 Department for Education and Skills (DfES) 
approved ethnic codes for the local borough. However, due to a small sample size the six 
main ethnic categories were used initially (Appendix 2). As numbers gained were not 
sufficient for statistical analysis, these groups were then amalgamated into the two ethnic 
groups of 'White' and 'Non-White' to allow for such analysis. Referral categories were
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based on those used in previous Tier 2 evaluation (Worrall-Davies, Cottrell & Benson 2004) 
and verified with the service.
Data from the Office for National Statistics (ONS) population census 2001 was collated for 
the London Borough in which the service was set, in reference to age, gender and ethnicity. 
Figures for age and ethnic group were grouped according to the categories outlined above 
to allow for comparison of data to be made. Data from the audit sample regarding age, 
gender and ethnicity was then compared to this data.
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ANALYSES AND RESULTS
Analyses
Descriptive statistics and non-parametric tests were used for the analyses due to data being 
at the nominal level. An alpha level of .05 was used for all statistical tests.
Results
Objective One
Between the period 1^ ' September 2007 and 31 '^ March 2008 the CAMHS received 47 
referrals for direct work.
Age
The age of children in the sample population ranged from 0-18 years, with an average age 
of 11.07 years (SD = 4.10). There were a greater number of referrals for direct work for 
children in the 11-18 years age group (59.6%) than the 6-11 years (29.8%) or 0-5 years 
(10.6%) age groups. A one-sample Chi-square test was conducted on the frequency of 
direct work referrals for children in the different age groups compared to local 
demographics. The observed frequencies in the audit sample were found to be significantly 
different from the expected frequencies based on local demographics based on age (x  ^ (2, 
N = 47) = 14.91, p = .001). Additional tests showed that the 0-5 years age group were 
significantly under-represented and the 11-18 years age group were significantly over­
represented compared to local demographics. See Table 1 for frequencies.
Gender
Of the referrals received there were more girls (55.3%) than boys (44.7%). A one-sample 
Chi-square test was conducted on the proportions of girls and boys compared to local 
demographic data (see Table 2 for frequencies). The observed frequencies from the audit 
sample were not found to be significantly different from the expected frequencies based on 
gender proportions in the local population (%^ (1, N = 47) = .335, p = .563).
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Table 1. A comparison of CAMHS referrals for direct work and local demographics across 
age groups
Age 
Group 
(years) 
n = 47
Observed 
frequency: 
Audit sample 
(%)
Expected 
frequency: 
Local 
demographics (%)
Df Significance
(P)
0-5 5 (10.6) 15(31.9) 9.86 1 .002*
6-11 14(29.8) 15(31.9) 0.11 1 345
11-18 28 (59.6) 17 (36.2) 1133 1 .001*
* Significant at the .05 level
Table 2. A comparison of CAMHS referrals for direct work and local demographics across 
gender
Gender 
n = 47
Observed 
frequency: 
Audit sample 
(%)
Expected
frequency:
Local
demographics
(%)
Df Significance
(P)
Boys 21 (44.7) 23 (48.9) 035 1 .554
Girls 26(55.3) 24(51.1) 0.35 1 .554
Ethnicity
The majority of referrals for direct work were from children in the White ethnic group 
(72.3%), followed by Mixed/Dual Background (17.0%), Asian or Asian British (8.5%) and 
Black or Black British (2.1%). Further analysis of the significance of these frequencies in 
comparison with local demographics using Chi-Square analysis was unable to take place 
however due to data violating the assumptions required for the analyses in that more than 
20% of cells had an expected frequency of below 5 (Field, 2005). Categories were therefore 
amalgamated into 'White' and 'Non-White' to allow for statistical analyses. A one-sample 
Chi-square test was conducted based on these categories. The observed frequencies from 
the audit sample were found to be significantly different from the expected frequencies in 
the local population (x  ^ (1, N = 47) = 5.91, p = .015). Additional tests showed that referrals 
for children from the White group were significantly under-represented and referrals for
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children from the Non-White group were significantly over-represented when compared 
with local demographics. See Table 3 for frequencies.
Table 3. A comparison of CAMHS referrals for direct work and local demographics across 
White and Non-White ethnic groups
Ethnic Groups 
0 = 47
Observed 
frequency: 
Audit sample 
(%)
Expected
frequency:
Local
demographics
(%)
Df Significance
(P)
White 34(72.3) 40(85) 5.91 1 .015*
All Non-White 13 (27.7) 7(25) 5.91 1 .015*
* Significant at the .05 level 
Objective Two
The majority of referrals for direct work in the sample population came from educational 
services (42.6%). Frequencies are presented in Table 4. A one-sample Chi-square analysis 
was calculated and the observed frequencies from the audit sample were found to be 
significantly different from the expected frequencies based on equal distribution of 
referrals (x  ^ (4, A/ = 47) = 20.77, p <.001). Additional tests showed that referrals from 
educational services were significantly over-represented and referrals from GPs were 
significantly under-represented.
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Table 4. A comparison of CAMHS referrals for direct work and expected frequencies across 
referral source
Referral Source 
0 = 47
Observed 
frequencies 
Audit 
sample (%)
Expected
frequencies
(%)
df Significance
(P)
Social services 13 (27.7) 11.8(25) 0.18 1 .674
GP 4(8.5) 11.8(25) 6.82 1 .009*
Educational
services
20 (42.6) 11.8(25) 7.72 1 .005*
Other 10(21.3) 11.8(25) 0.35 1 .556
Significant at the .05 level
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DISCUSSION
The audit aimed to examine the characteristics of referrals for direct work to the CAMHS 
during the time period 1^ ' September 2007 to March 2008 and compare these with 
local demographics where appropriate.
Objective One
Referrals for direct work for children within the 11-18 years age group were significantly 
over-represented and for children in the 0-5 years group significantly under-represented 
when compared with local demographics. The higher level of children aged 11-18 years 
may however be related to mental illness prevalence. This picture tentatively followed 
trends shown nationally (Meltzer et al., 2000) where children aged 11-15 years reported 
experiencing mental health problems more than other age groups. Such research however 
did not include children aged 0-5 years or those above 16 years and therefore precise 
comparison is difficult. Low referral rates for children aged 0-5 years compared to the local 
demographics may be explained by a number of factors. Firstly, it may be that there are in 
fact lower rates of mental health problems in this group. Secondly, mental health 
difficulties may be less frequently identified before children have settled into school. 
However given that there is no comparison data of mental difficulties prevalence rates in 
these age groups on a local level, these findings should be treated with caution.
No significant differences were found in terms of referrals for girls and boys in the service 
compared with local demographics, which would support targets of Standard 9 of the 
National Service Framework fo r Children, Young people and Maternity Services (DoH, 2004) 
in terms of providing equal access to services. However, national statistics have indicated 
that boys between the ages of 5-15 years are more likely than girls of the same age to 
experience mental health difficulties (Meltzer et al., 2004). This may imply that boys may 
actually be under-represented in the current service based on mental illness prevalence. 
Comparisons made with local demographics were also based on numbers of total males 
and females in the local population and different frequencies may have been gained if it 
had been possible to just examine frequencies of children.
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In terms of ethnicity, the results indicated that the current service was meeting the service 
provision needs of children from a non-white background and, taken as a group, were 
actually over-represented in the service. There may be a number of possible explanations 
for this. Firstly, it may suggest that these figures represent higher prevalence of mental 
health difficulties in children of BME origin, which has been indicated in adult BME groups 
(DoH, 2005). Secondly, results may also suggest that there is a positive discrimination in 
terms of referring children from these groups. This may indicate increasing levels of 
awareness regarding mental illness prevalence in such groups, which would support targets 
set out by the Race Relations (Amendment) Act (2000) and the Delivering Race Equality in 
Mental Healthcare: Action-plan (DoH, 2005) in terms of providing equal access to mental 
health services.
While the majority of referrals were gained from the White ethnic group, this group was 
actually under-represented when compared to local demographics. While this may be 
related to differences in mental illness prevalence rates as detailed above, it should be 
additionally noted that this group was far from homogeneous. As well as White British 
children, the White group also consisted of members of ethnic minority groups such as 
children of Irish and Eastern European origin, who may experience similar discrimination to 
non-white ethnic minority groups (DoH, 2005) and therefore may have actually experienced 
difficulties in accessing the CAMHS.
These findings should again be treated with caution due to the lack of statistics on the local 
prevalence of mental health problems in different ethnic groups as well as the statistical 
comparison of over-inclusive ethnic groups. Larger scale audits within the service may 
provide the opportunity for the ethnic origin of children to be studied in greater depth and 
comparisons to be made between specific ethnic groups, which may highlight specific 
groups that are over- or under-represented.
Objective Two
More referrals for direct work were gained from education services during the audit period 
than any other referral source. This does not support previous research where GPs and 
health visitors accounted for the largest proportion of referrals (Worrall-Davies, Cottrell & 
Benson, 2004). This snapshot of the service may serve to highlight that further research
108
may be needed to investigate reasons for the low levels of referrals from GPs, as this may 
indicate difficulties in children accessing the service via this route.
Limitations
As the current audit included only a sample of all children referred to the service, this may 
have not been a truly representative sample of all children accessing the service. Findings 
may not therefore be able to be generalised to the entire service. Small sample sizes in the 
study may have also been related to non significant results such as for comparison of 
gender.
While the majority of data was well recorded within clinical files, particular data was often 
difficult to code. This was particularly true when identifying referral source. As only the 
names of referrers were recorded, additional notes within files and the memory of service 
members were therefore often relied upon to decipher the precise referral agency. This 
resulted in missing data in the audit, but also potentially inaccurate data.
The audit also did not take into account numbers of referrals not accepted for direct work. 
This may have provided additional information regarding those who are unable to access 
the service adequately or where inappropriate referrals for direct work came from.
While the service appeared to be adequately meeting the mental health needs of non­
white BME groups it should be noted that the current study provides no information on 
levels of satisfaction from such groups and no information regarding outcomes. Such 
qualitative information in future research may capture the quality of service provided to 
BME groups to a greater extent.
Additionally, a note of caution should be taken regarding ONS 2001 census data. As this 
data was collected a number of years ago, figures may have changed considerably since 
then.
Service Implications
The findings of the audit provide the service with indications of groups that may be under­
represented, and therefore may have difficulty in accessing the service. It is difficult
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however to make firm conclusions given the lack of data on factors such as local prevalence 
of mental health problems in children and indicates further investigation is needed.
If service development however is considered appropriate for targeting potentially under­
represented groups, this may involve for example increased consultation/training for 
referral agencies around the difficulties experienced by young children and how and when 
to refer to the current service for such difficulties. This may also include general promotion 
of the service to GPs along with provision of current referral criteria. In addition it may be 
useful to explicitly include the type of referral agency in clinical files to allow for more 
accurate future evaluations. Examples of how the service may wish to develop to further 
cater for the needs of most commonly referred groups, may involve for example increased 
training/consultation for educational staff of how better to meet the needs of older 
children in the education setting prior to referral to the CAMHS.
In further addressing the needs of children from non-white backgrounds who appeared 
over-represented in the audit sample, this may involve assessing the amount of information 
provided to children and families in different languages, assessing the number of 
caseworkers offering interventions in different languages or recording how frequently 
interpreters are used.
Conclusion
Overall the audit has been able to give an indication of groups within the CAMHS that may 
be over-represented or under-represented and provides opportunity for the service to 
conduct further research to uncover the reasons why this may be the case. The audit 
findings provide a good platform for such research and may guide decisions to make future 
service changes or developments, such as those outlined above, as deemed necessary.
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APPENDIX 1: AUDIT TOOL
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REFERRAL AUDIT TOOL
I Service -  Sanih Flood Trainee Clinical Psychologist 2008
1. Date of referral for direct woA .
2.Age group: 0-5 j | 6 . , ,  Q  Q
3.Gender Male 1— 1 Female 1— 1
4.Ethnicit\
□
Mixed/Dual Background I
Black or Black British 1 1
Asian or Asian British
1— 1
Chinese I_1
Other 1__
5. Referral source:
Social Services [ Z  
GP C
Health visitor 1— 1
Educational Services 1—
Other 1—
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APPENDIX 2: AGE AND ETHNIC CATEGORIES
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DfES Approved Ethnic Codes for Kingston upon Thames
Main Category Sub/Extended Categories
White English
Scottish
Other White British 
Irish
Traveller of Irish Heritage
Albanian
Kosovan
White European
White Other
Gypsy/Roma
Audit Category: White
Mixed/Dual Background White and Black Caribbean 
White and Black African 
White and Asian 
Any Other Mixed Background
Asian or Asian British Indian
Pakistani
Bangladeshi Audit Category:
Other Asian Non-White
Black or Black British Caribbean
African
Any Other Black Background
Chinese Chinese
Any Other Ethnic Group Korean
Any Other Ethnic Group
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Age categories:
0-5 years 
6-10 years 
11-18 years
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APPENDIX 3: EVIDENCE OF FEEDBACK TO SERVICE
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Learnir ren's Services
10'" September 2008
Direct Line 
Fax:
To V\4iom It May Concern
« ibng to confirm that Sarah Flood came to give a presentation to the earn on Tuesday S'" August at)out her research project. This was t)oth :nd informative.
Yours faithfully,
If Kiis letter is not dear, please post it to:
COCC OmOT 001/ « CTTCOO
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ABSTRACT
Background: Negative outcomes including post-traumatic stress responses have been 
reported in children and families following discharge from the Paediatric Intensive Care 
Unit (PICU). Children under the age of five years make up a large portion of patients 
admitted to PICU.
Objectives: To investigate the process of psychological recovery in young children and their 
families following discharge from PICU and to investigate the possible emergence of post- 
traumatic stress responses.
Participants and setting: Ten parents of young children who had been discharged from an 
eight-bed PICU in an inner city teaching hospital were recruited.
Methodology: A grounded theory methodology was applied to data collection, analysis and 
interpretation.
Results: Results discuss the immediate and ongoing responses participants experienced. 
Participants' ability to accept and integrate the information is discussed and how they 
managed negotiating these experiences into their former lives and dealing with ongoing 
fear. Social and relationship factors were paramount throughout the entire process of 
recovery.
Conclusions: The findings of the study showed that the process of psychological recovery 
after a child's discharge from PICU could be a lengthy and complex journey. The current 
findings suggest the presence of three phases of recovery following PICU and suggestions 
are made regarding interventions associated with each phase.
Key words: PICU, trauma, young children, recovery, grounded theory
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1.0 INTRODUCTION
1.1 Overview
This study will explore the process of psychological recovery in young children and their
families following discharge from the Paediatric Intensive Care Unit (PICU) and investigate 
the possible emergence of post-traumatic stress responses. This section will begin by 
setting the scene and examining what constitutes a potentially traumatic event and provide 
an explanation of the terms used in the literature. The specific environment of PICU will 
then be outlined, how it impacts children and families, and why this is viewed as a 
potentially traumatic event. Research will be discussed relating to the current evidence 
base and understanding of how children and families navigate the time following PICU and 
associated outcomes. In understanding such responses, the evidence base around post- 
traumatic stress disorder (PTSD) will be explored, drawing upon key theoretical models to 
aid understanding of the processes involved. Other outcomes following trauma are then 
discussed, with focus on resilience and post-traumatic growth. The above areas are brought 
together to explore our understanding of the impact of PICU and wider traumatic events on 
young children^ and the need to consider developmental factors. Lastly limitations within 
the existing evidence base will be explored, highlighting gaps in the literature and ending 
with the aims of the current study.
1.2 Literature review
The aim of the literature review was firstly to explore existing literature related to the 
experience of PICU for children and their families and gain insight into the long-term impact 
of an admission. Main key words used in the searches included combinations of 'PICU', 
'trauma', 'preschool' and 'recovery'. The EBSCOhost databases (PsychlNFO, PsychARTICLES, 
and Psychology and Behavioral Sciences Collection) and ScienceDirect databases were the 
main sources of information. The literature search revealed a large number of quantitative 
studies which focused mainly on the time of admission to PICU and studied children above 
the age of five years. Few studies focused on the long-term impact of PICU and process of 
recovery and therefore the search was expanded to the long-term impact following general 
traumatic events. Such literature base was vast and therefore studies were selected based
The terms 'young children' and 'preschoolers' are used interchangeably throughout. These refer to 
the same group, i.e. children under 5 years.
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on relevance and credibility. Few studies relating to preschool children however were 
identified through searches relating to the impact of PICU and outcome of exposure to a 
traumatic event and therefore searches were again expanded and the terms 'preschool 
children' or 'young children' were included. In addition, compiled reference lists from 
published research were utilised to provide greater scope.
1.3 What is trauma?
A traumatic event has been described as where a person "has experienced, witnessed, or 
been confronted with an event or events that involve actual or threatened death or serious 
injury, or threat to the physical integrity of oneself or others" (American Psychiatric 
Association (APA), 1994, pp.427). 'Post-traumatic Stress Disorder' (PTSD) is the diagnostic 
label given to chronic stress reactions following a traumatic event and includes both 
objective and subjective elements. Symptoms include the re-experiencing of a traumatic 
event (e.g. nightmares), avoidance (e.g. avoiding the place the event took place) and 
symptoms of hyperarousal (e.g. hypervigilance) (APA, 1994). The term 'post-traumatic 
stress symptoms' (PISS) is also referred to in research, which is seen as sub-syndromal 
PTSD (Morrill et al., 2008). Like PTSD, PTSS has been shown to impact on quality of life and 
mood (e.g. Morrill et a!., 2008). For ease of reporting, this study will use the term PTSD 
unless referring to specific studies where PTSS has been measured.
Given the fact that trauma is a relatively common life event, not everyone will go on to 
develop PTSD and prevalence rates for children have been reported to range from 6-51% 
following a traumatic event (Giaconia et a!., 1995; Yule et oL, 2000). This raises the question 
of 'who is more likely to experience PTSD?'. Research consistently suggests that girls are 
more vulnerable to developing post-traumatic stress reactions than boys (e.g. Breslau,
2001), along with children who have low general ability (Yule & Udwin, 1991), children of 
parents who have difficulty processing their own responses to the trauma (McFarlane, 
1987), people who have a historic trauma exposure, people who have poor levels of social 
support and where there is low level of family cohesion and prior psychiatric difficulties 
(Meiser-Stedman, 2002). The National Institute for Flealth and Clinical Excellence (NICE, 
2005) has suggested that lack of social support is the strongest risk factor for the 
development of PTSD.
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1.4 What is the PICU?
The PICU represents a distressing environment for the child and family. By definition, 
children admitted to PICU are critically ill and the care they receive is intensive. Being 
admitted to an intensive care unit, or witnessing a loved one's admission therefore fits the 
above definition of a potential traumatic event. Children may be admitted to PICU due to a 
range of acute presentations such as accidental injury (e.g. road traffic accident) or non­
acute admission (e.g. post operative care) (Colville, 2001). The PICU environment departs 
from the appearance of a general paediatric ward and has been described as bright, noisy 
and warm (Tichy et al., 1988). Children are often subjected to painful and invasive 
procedures (e.g. intubation) while on PICU (Ward-Begnoche, 2007). Children admitted to 
PICU range between the ages of 0-18 years, although the majority of children admitted are 
under the age of 2 years (see Colville, 2008).
1.4.1 Distressing factors on PICU
During their time on PICU, children are often unconscious or heavily sedated (Colville, 
2008). Therefore a large body of research has focused on distress experienced by parents 
during their child's admission to PICU. Unexpected child admissions have unsurprisingly 
been shown to induce greater stress in parents than planned PICU admissions (Eberly et al., 
1985). An interesting finding from research has been that parents appear to experience less 
stress caused by the physical factors related to the PICU (Heuer, 1993) and far more by the 
impact on interpersonal factors, in particular the change in their relationship with their 
child (Board & Ryan-Wenger, 2003; Riddle etal., 1989).
1.4.2 Wider systemic impact
Wider family members may also be impacted following the admission of a child to PICU and 
research has suggested a difference between mothers' and fathers' distress at this time 
(Colville, et al., 2009). While much of the research has focused on mothers' reactions to 
having a child in PICU (e.g. Board & Ryan-Wenger, 2003), research looking at family 
reactions to childhood cancer suggest that fathers are likely to experience distress and 
express their emotions differently to mothers and be 'involved' in a child's illness as 
opposed to 'immersed', as the mother is more likely to become (Reay et al., 1998). Parents 
have been shown to adopt both problem- and emotional-focused coping strategies during
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their child's PICU admission (Noyes, 1998). Authors have also noted the detrimental impact 
on marital cohesion and on siblings (e.g. Montgomery, 2002).
1.5 After PICU
Shudy et al. (2006) note that while a wealth of studies investigate the impact of PICU on 
families, few are concerned with uncovering the impact of chronic illness and potential 
disability on the family following discharge from PICU.
1.5.1 Negative outcomes after PICU
Research shows us that children admitted to PICU may be at greater risk for negative 
academic outcomes and mental health problems, compared to matched hospitalised 
children who do not require intensive care (Jones et al., 1992). It has also been reported 
that children may developmentally regress following discharge from intensive care (Baker, 
2004). Such regression has been labelled 'vulnerable child syndrome' and seen to be 
characterised by separation anxiety, sleep disturbances, school phobia and 
underachievement (Youngblut & Shiao, 1993). Research by Carnevale (1990) into parents of 
children who had been discharged from PICU, identified prominent stressors outside of 
PICU as being parental role conflict, environmental concerns, concern for the child's 
feelings, relationships with friends and the child's siblings. It is also interesting to note that 
compared to mothers with children in general paediatric hospital care, mothers of children 
in PICU may be more likely to experience stress symptoms for longer, to continue to 'worry 
too much about things' and be low in energy (Board & Ryan-Wenger, 2003).
Studies specifically relating to PTSD following PICU report higher prevalence levels and 
symptomatology in children and their families compared to children in general paediatric 
wards (e.g. Jones et al., 1992). Reported rates of PTSD in PICU patients & their families have 
ranged from 21-44%, studied at intervals up to 12 months following discharge (Colville, 
2004; Colville & Gracey, 2006; Colville & Pierce, 2010; Rees et al., 2004). Parental 
uncertainty of medical outcome, parental symptoms of PTSD and/or mood disturbances, 
high levels of emotional distress during or after an accident, amount of cognitive 
impairment in child, all appear predictive of PTSD in children who have had a PICU 
admission (see Ward-Begnoche, 2007). A mixed picture is gained however when looking at
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treatment and injury factors, with research indicating that the severity of the child's illness 
does not predict the level of PTSD (De Vries et al., 1999).
Due to literature citing poor psychological outcomes following intensive care, this has led 
some authors to suggest that greater awareness of potential difficulties following discharge 
is necessary (e.g. Russell, 1999).
1.5.2 The relationship between child and parent distress after PICU
Research suggests that there may be a relationship between the distress experienced by 
parents and children following PICU. A study by Small and Melnyk (2006) found that 
maternal anxiety in the first 24 hours of a child's admission was predictive of negative 
behavioural outcome in children at 3 and 6 months. The relationship between children's 
and parent's PTSD scores has been supported in other research also (Rees etal., 2004).
In a recent study by Colville and Pierce (2010) investigating PTSS in parent and child pairs 
after discharge from PICU, they found that at 3 months post-discharge parent's PTSS scores 
were found to be higher than their child's concurrent rating, although these scores were 
still significantly correlated. Parent's scores were found to be negatively associated with 
child's age and emotional quality of life. When these parent-child pairs were followed-up at 
one year post-discharge, their scores were no longer found to be significantly correlated. 
While parent's overall scores were found to have significantly decreased at follow-up, the 
same phenomenon was not found in children's scores. The authors suggest that such 
findings may imply that parent's response to the traumatic event and subsequent coping is 
determined and guided by their child's reactions, and perhaps not the other way round, as 
may commonly be assumed. The relationship between children and parent's post-traumatic 
stress symptoms remains highly complex and to date, poorly understood.
1.5.3 Children's memory of PICU
Children's memory of their time on PICU has also attracted attention in research, with 
some authors suggesting that children's lack of recall for negative experiences they had 
while on PICU may protect them from the development of PTSD (Playfor et al., 2000). 
Colville (2008) however proposes that children may not find a lack of memory for PICU 
reassuring. In a study by the same author (Colville, 2004) children reported distressing
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nightmares relating to their time on PICU and altered sense of time, demonstrating their 
ability to retain such distressing memories and indicating that they are unlikely to be 
protected by a lack of recall as previously suggested. Studies have reported that the 
presence of 'delusional memories' in children following their PICU admission is associated 
with the increased risk of PTSD (Colville et al., 2008).
1.6 Theoretical understanding of PTSD
In order to understand some of the trauma responses in children and their families 
following PICU, it is important to visit the theoretical underpinnings of PTSD. The following 
section therefore includes brief history of the development of adult PTSD theory and 
focuses on two of the major theories: the dual representation model of PTSD (Brewin, et 
al., 1996) and the cognitive model of PTSD (Ehlers & Clark, 2000). The application of 
cognitive models to understanding PTSD in childhood are then discussed (Meiser-Stedman,
2002) along with consideration of developmental models of PTSD (e.g. Salmon & Bryant, 
2002X
1.6.1 Adult models of PTSD
Cognitive models remain the most widely researched and supported models of PTSD. Early 
cognitive models fell into two main categories of social-cognitive theories and information- 
processing approaches. Central authors positing social-cognitive theories i.e. Horowitz 
(1973, 1976, 1979, 1986) and Janoff-Bulman (1985, 1992; Janoff-Bulman & Frieze, 1983) 
took an assumption of the need for restructuring in individual's internal world or schemata. 
Foa and colleagues (Foa & Kozak, 1986; Foa & Riggs, 1993; Foa et al., 1989, 1992) however 
adopted an information-processing approach, suggesting that traumatic event memory is 
stored in a 'fear network' that requires integration with existing memory structures in order 
to precipitate resolution.
The theory presented in 1996 by Brewin et al. sought to integrate these two areas of 
cognitive theories in their dual representation theory. This theory particularly outlined the 
differences between levels of trauma representation in memory. The theory suggested that 
information relating to a trauma is encoded in two different memory systems: verbally 
accessible memory (VAM) and situationally accessible memory (SAM) (Brewin, 1989; 
Brewin et al., 1996). VAMs are seen as containing information that can be consciously
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accessed and processed, whereas SAMs are memories that can be automatically triggered 
based on sensory cues (internal or external) (Krans et oi, 2009). This approach suggests 
that high levels of stress may lead to impairment in the processing of VAMs and that 
adaptive outcomes are likely to be experienced through integration of the SAMs with the 
VAMs to form a coherent narrative (Krans etal., 2009).
The cognitive model of PTSD by Ehlers and Clark (2000) is one of the most commonly cited 
in understanding this disorder, and builds upon earlier cognitive approaches. In their model 
Ehlers and Clark do not use the concepts of SAMs and VAMs but instead refer to 'data- 
driven' processing and 'conceptual' processing. They suggest that data-driven processing is 
the dominant processing system in operation during a traumatic event and includes the 
storage of sensory information. Conceptual processing is however viewed as more abstract 
and involved with ordering a coherent narrative of the traumatic event, and is seen to be 
inhibited during trauma (Krans et al., 2009). Ehlers and Clark suggest that two factors are 
associated with poorer prognosis following trauma; firstly a persistent sense of threat and 
secondly, avoidance of reminders of the trauma. The second factor of avoidance is 
important as this is seen to lead to traumatic events being poorly integrated into 
autobiographical memory (Colville et al., 2009). They additionally pay attention to the role 
of meta-cognitive factors (Ehring et al., 2008).
1.6.2 Memory and trauma
The above models have in common that they view the role of memory as important in the 
development and maintenance of PTSD, and in particular memory dysregulation (Amir et 
al., 2010). While there is ongoing debate (see Sotgiu & Mormont, 2008), some authors have 
suggested that trauma memories may be uniquely different from everyday memories 
(Berliner et al., 2003). An important recognition however is made whichever model is 
adopted, that trauma memories are encoded mental representations that are stored in 
long-term memory, pointing to the adoption of reconstructive processes being involved in 
the retrieval of such information (Sotgiu & Mormont, 2008). The ability to form coherent 
narratives from trauma memories is strongly linked to this, with some suggestion that 
fragmented and disorganised memories may lead to the development/maintenance of 
PTSD (see Gray & Lombardo, 2001). The importance of coherent trauma narratives has
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been shown in both general trauma research (e.g. Meichenbaum, 2006) and specifically 
related to the experience of intensive care (Williams, 2009).
1.6.3 Models of PTSD in children and adolescents
Despite the flourishing field of theoretical frameworks proposed in the adult literature, 
there has remained a relative paucity of theoretical models of PTSD applied to children and 
adolescents. Meiser-Stedman (2002) attempted to draw together a cognitive-behavioural 
model of PTSD in children and adolescents, influenced most heavily by the dual 
representation theory of PTSD (Brewin et al., 1996) and the cognitive model of PTSD (Ehlers 
& Clark, 2000). In his model, Meiser-Stedman questioned whether the same concepts 
applied to adults could usefully be applied to understanding PTSD in children and argued 
that the adoption of a dual-representation framework, as in adult theory, may be of use. 
Taking a more development perspective, he suggested that very young children are likely to 
experience initial PTSD symptomatology due to their lack of verbal and emotional 
regulation capacities in processing their nonverbal trauma memory. Meiser-Stedman 
suggests that even at elementary age, while children are more likely to construct a more 
coherent trauma memory than young children, they are still however, unlikely to engage in 
cognitive coping strategies e.g. rumination as may be seen in adults (Ehlers & Clark, 2000).
Salmon and Bryant (2002) go a step further than Meiser-Stedman in their recognition of 
developmental factors. They argue that developmental factors are implicated in the initial 
encoding of a traumatic event, the retrieval of traumatic memories, the role of prior 
knowledge, language development, emotion regulation, understanding of emotion and 
thinking, and abilities in cognitive inhibition. Overall Salmon and Bryant (2002) suggest that 
children are often dependant on their parents to both appraise the danger for them and to 
help them develop a coherent narrative of the events.
1.7 Trauma pathways and prognosis
Despite the fact that research has commonly focused on the 6 months immediately 
following the occurrence of a trauma (Gillies et al., 2003), research that is available, 
suggests the long-term prognosis for PTSD in child populations is discouraging (Gillies et al., 
2003; Meiser-Stedman et al., 2008, Yule et al., 2000). In addition to this, authors have
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suggested that the post-traumatic trajectories in children are likely to differ from those 
documented in adults (Bryant etal., 2007).
1.7.1 Deiayed-onset PTSD
Where studies adopt a longitudinal perspective on PTSD they have the potential to study 
delayed-onset PTSD symptoms -  i.e. those that begin at least six months following a 
traumatic event (APA, 1994). While the validity of the label 'delayed-onset PTSD' has been 
questioned (e.g. Spitzer et al., 2007) a number of studies have reported supportive findings. 
In a study of young road traffic accident victims followed-up 18 months after the event. 
Gillies et al. (2003) found evidence of the delayed-onset of PTSD symptoms, with a number 
of new participants becoming symptomatic at this follow-up assessment time. The authors 
of this study suggest that such findings may be indicative of high levels of avoidance directly 
following a traumatic event. As this avoidance gradually resolves over time, it is suggested 
that the talking about, and presumably direct experiencing of symptoms, leads to 
significant traumatisation, hence reflected on trauma screening scores. Other factors 
shown to be of importance in the development of delayed-onset PTSD have been found to 
be the presence of life stressors. For example Andrews et al. (2009) found the presence of a 
severe life stressor in the year prior to onset in delayed- but not immediate-onset PTSD.
1.7.2 Stage models of recovery from trauma
Some authors have hypothesised the nature of recovery from trauma. In her work on 
trauma Herman (1992) suggests that recovery from trauma occurs in three stages. The first 
of these she suggests is concerned with establishing safety, the second relating to 
remembrance and mourning, and the last concerned with reconnection with ordinary life. 
While it is acknowledged that such stages should not be taken too literally, and may not 
occur in this fashion for all individuals, she ascertains that recovery should include a gradual 
shift from "unpredictable danger to reliable safety" (pp.155). A number of studies relating 
to different types of traumas have reliably demonstrated the existence of three stages of 
recovery following traumatic experiences (e.g. Brown & Fromm, 1986; Scurfield, 1985).
In a model of general 'paediatric medical traumatic stress' (PMTS), Kazak et al. (2006) 
present an integrated model which assumes a similar three phase framework. This model 
was developed to apply to children and their families who have experienced stressful
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medical experiences, across a range of paediatric conditions. Their term PMTS is seen as 
being related to PTSD, but not limited to this label. The authors suggest that families move 
through the three general phases of peri-trauma (including the occurrence of the traumatic 
event), early ongoing and evolving responses (including acute responses), and longer-term 
paediatric medical traumatic stress (at which point immediate physical and acute threat 
have resolved). Importantly, Kazak and colleagues propose that such models need to 
recognise that events happen to children who are embedded in families.
1.7.3 Trauma symptom trajectories after PICU
A limited amount of research has investigated trauma trajectories following PICU. There is 
evidence to suggest that post-traumatic symptoms are likely to be unremitting, with 
Rennick et al. (2004) finding that children who had significant levels of PTSD at 6 weeks 
following PICU discharge, continued to report high levels at 6 months post discharge. 
Particularly important is a study by Colville and Pierce (2010) which quantitatively studied 
parent and child PTSS at 3 months and a year (see also section 1.5.2). The authors found 
that the majority of parent and child scores were below the cut-off at both time points. The 
next most common group was 'improving' where parent and child scores reduced at the 
later time point, followed by 'unresolving trajectories' where scores were above the cut-off 
at both time points. Worryingly, a small proportion (11% of parents and 12% of children) 
had 'deteriorating trajectories' in which symptoms levels were below cut-off when 
measured at 3 months, but above cut-off at one year. The study by Colville and Pierce is 
particularly important in highlighting the need for long-term monitoring of children and 
parents after PICU and suggests that delayed post-traumatic stress trajectories in this group 
may be commoner than previously thought.
1.8 Beyond PTSD: Theorising positive adaption after trauma
1.8.1 Resilience
Not every person who experiences a traumatic event will go on to experience PTSD. Some 
individuals will in fact go on to experience more adaptive outcomes following trauma and 
such individuals may be seen as 'resilient'. Cryder et al. (2006) define resilience as "a 
dynamic developmental process reflecting positive adaption or competence, in the face of 
challenging life conditions or stress" (pp.77).
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A large amount of literature has focused on resilience within the family. Patterson (1995) 
suggests that it is through the bonding of a family unit in times of stress and where 
members call upon each other for support and encouragement, that resilience is achieved. 
Adaption and response to a trauma or stressor may be usefully conceptualised by Hill's 
ABC-X model of family stress (1949). In this model A represents the stressor event, B 
presents resources, C represents the sense the family makes of the event (or the 'meaning- 
making'), and lastly X represents the degree of crisis the family experiences. The model 
suggests that families with a higher level of resources and positive 'meaning-making' will 
experience a lesser crisis than those who have limited resources and engage in more 
negative meaning-making (Brody & Simmons, 2007).
McCubbin and McCubbin (1993; McCubbin et al., 2002) in their resiliency model of family 
stress, adjustment and adaption, also provide a helpful framework for understanding 
families' responses and adjustment after they are faced with stressors. Their model posits 
two distinct phases of adjustment and adaption. The authors suggest that the phase of 
adjustment requires families to respond to a stressor in a way that allows optimal family 
functioning to be upheld and adjustments can range from small adjustments to major ones. 
The following phase of adaption is the process by which the family take stock of demands 
they are faced with, and work together through this stage to meet the demands placed on 
them. The final outcome of the adaption phase for families is suggested to be either 
positive i.e. where a family will successfully adapt to the novel stressor, or negative -  where 
the family will result in a crisis state and where the development of new strategies for 
effective functioning will be necessary.
1.8.2 Post-traumatic Growth (PTG)
PTG is seen as a concept which goes beyond resilience and has been defined as "positive 
change experienced as a result of the struggle with a major loss or trauma" (Kilmer, 2006, 
pp.264). The ability of children to experience PTG, and what this may indeed look like 
however, has been called into question (Cryder et al., 2006). However, current research 
provides evidence in support of PTG in children and adolescents, with one study reporting 
PTG in 42% of a child sample following road traffic accidents (Salter & Stallard, 2004). 
However, of this 42%, 37% also experienced PTSD.
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1.8.3 PTG after PICU?
The presence of PTG in children and their families following PICU has not to date, been 
extensively investigated. One study however by Colville and Cream (2009), investigated 
levels of PTG in parents 4 months after their child was discharged from PICU. Evidence of 
PTG was shown in as many as 44 of the 50 parents studied. Parents of children who were 
ventilated while on PICU and parents of older children reported higher levels of PTG. 
Interestingly, the authors found that PTG in this population appeared to be strongly 
associated with moderate levels of post-traumatic stress, as opposed to high or low levels. 
Evidence of PTG was also found in another study by the same author (Colville et a!., 2009). 
While PTG was not directly investigated, following their child's discharge from PICU, 
parents reported positive aspects of their experience, such as feeling that their family were 
now emotionally closer, feeling they had gained new perspective on life, pride in personal 
resources, and praise for medical input. Importantly, these studies show that PTG is an 
important concept to consider within this particular population, but appears to have been 
addressed to a limited extent in current research.
1.9 Young children
1.9.1 PICU and preschool children
Despite the fact that young children make up the largest group of patients admitted to PICU 
(see Colville, 2008), few studies have investigated the impact of PICU on preschool children. 
Where young children have been looked at however, a higher risk for psychiatric disorders 
following PICU has been found (Judge et al. 2002). Given the limited research relating to 
PICU, the following sections look to wider trauma research to aid understanding of post­
trauma responses in young children.
1.9.2 PTSD and preschool children
While acceptance has grown for the presence of PTSD in children and adolescents in 
general (Dyregrov & Yule, 2006), greater controversy exists when applying this model to 
children below the age of five years. Authors have questioned whether very young children 
may in fact be protected from developing PTSD due to their limited cognitive capacity and 
inability to fully appreciate the life-threatening nature of a traumatic event (e.g. Keppel-
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Benson & Ollendick, 1993). Despite such views, Scheeringa (2008) suggests that there is 
now overwhelming evidence to conclude that preschool children are just as vulnerable as 
older children or adults to developing PTSD following trauma. Given developmental stages 
and related cognitive capacities, authors have argued that many of the diagnostic criteria 
for PTSD would not be developmentally possible or sensitive enough to diagnose PTSD in 
young children (Scheeringa, 2008). It has been suggested that young children are more 
likely to display symptoms of PTSD including: disruptions to sleep and toileting, general or 
trauma specific fears, changes in mood, behaviour or personality, developmental 
regression, anxious attachment behaviours or re-enactments involving traumatic themes 
(see Nelson Goff & Schwerdtfeger, 2004). Such difficulties have led Scheeringa et al. (1995, 
2001, 2003, 2005) to develop an alternative set of diagnostic criteria for assessing PTSD in 
young children, which has received support in the literature (Meiser-Stedman et al., 2008). 
Difficulties in recognising and diagnosing PTSD in young children appear even more 
concerning with the suggestion that preschool children may be the most vulnerable to 
negative outcomes following trauma due to developmental stage and developing cognitive 
abilities (Lieberman & Knorr, 2007).
The cognitive models of PTSD presented earlier appear to apply in a limited fashion to 
preschool children due to their cognitive focus. A number of possible assumptions however 
can be made regarding the understanding of the development and maintenance of PTSD in 
young children. Given their developmental stage, young children may be more likely to 
process traumatic information at a nonverbal level. This view is supported by research from 
studies such as Azarian et al. (1999) showing that very young children had no verbal 
memories of a natural disaster, only nonverbal memories. Other research has shown that 
preverbal children, even from a very young age, are able to form and retain internal 
representations of a traumatic event over significant periods of time (Gaensbauer, 2002). 
Such findings may imply differential trauma memory storage in young children compared to 
older children and adults, and given their ability to preserve traumatic memories, suggests 
they are also vulnerable to developing post-traumatic stress responses.
1.9.3. Post-traumatic growth in preschool children
Given research outlining positive correlations between age and PTG (e.g. Milam et al., 
2004) this has led to authors perhaps reasonably conclude, that PTG may require a "degree
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of cognitive sophistication" (Kilmer, 2006, pp.266). The notion that young children could 
experience PTG is an issue that to the author's knowledge, does not appear to have been 
grappled with yet in research. An interesting line of enquiry is that children may experience 
PTG some time after a trauma rather than on the same timescale as adults (Cohen et al., 
1998), with the possibility of this being due to later sophistication in cognitive abilities as a 
child ages.
1.9.4 The need to consider relationships and attachment
Authors have suggested that due to their developmental stage, trauma in young children 
can only be understood in the context of the infant-caregiver relationship (Scheeringa & 
Zeanah, 2001) and their primary attachments (Lieberman, 2004). This makes sense when 
authors suggest that negotiating these attachment relationships with the primary caregiver 
is the main developmental task for young children (Ronen, 2002). It is therefore useful to 
briefly visit attachment theory and its connection to trauma.
While there is insufficient space for a full discussion of attachment theory, from the early 
work of Bowl by (1969, 1973, 1980) infants can be seen as developing a secure attachment 
to their caregiver where the child feels safe, supported and regulated through empathetic, 
supportive and consistent care-giving. Young children can develop insecure attachments 
where such consistent care is not provided. Such secure or insecure attachments form the 
framework of how children form and respond to other relationships as they age.
Bowlby states that a person's attachment style is activated in times of danger that is actual 
or perceived. The experience of a trauma to the self or loved one therefore would fulfil 
such a category. Attunement (Stern, 1985) - i.e. the ability to reflect back the internal states 
of the child - from caregiver is seen as crucial at the time of a trauma for young children. 
The parent who is also traumatised is likely to have difficulty in responding fully and most 
sensitively to their child, and this may cause disruptions in the attachment relationship 
(Lieberman, 2004; McFarlane & Bookless, 2001). Lieberman (2004) suggests such trauma 
may lead the parent to exhibit responses such as fear, guilt, over-protectiveness and affect 
dysregulation which may appear alien and frightening to the child.
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Taking a wider perspective on attachment disruption, McFarlane and Bookless (2001) 
discuss how PTSD symptoms such as numbing or irritability can cause conflict within 
relationships or a family unit; often leading to decreased social contact. They suggest that 
following trauma, children's social contact may be diminished, as parents and families grow 
in their need to protect the child and avoid any potential risks. Overall, Ronen (2002) 
suggests that traumatic experiences at a young age "could harm the child's ability for trust, 
attachment and self-control" (pp.101).
1.9.5 Difficulties conducting research on young children
Young children have historically presented as a difficult group to research. Due to their 
developing verbal and cognitive abilities, accessing their internal worlds is a challenge for 
researchers. Research therefore that includes children's participation generally includes 
children over the age of five years (Clark, 2005). Studies attempting to access the inner 
worlds and experiences of young children therefore most commonly access this via 
interviews with informants such as parents or teachers (e.g. Graham-Bermann etal., 2008).
1.10 Limitations of the literature
In evaluating the research base surrounding PICU there are some keys points to highlight as 
limitations in the current literature base. Research in this area has commonly focused on a 
child's admission to PICU, and what was traumatic for children and families at this time. A 
more limited amount of research has followed-up children and families in the long-term 
after discharge from PICU. Those that have, have focused on a timescale most commonly 
six months after discharge and have taken a quantitative approach. The sensitivity of 
quantitative approaches in studying such phenomena has been called into question (Noyes, 
1998).
While the process of recovery after trauma has been investigated in general paediatric 
groups this has not been applied specifically to PICU patients, despite the fact that this 
group has been shown to be more vulnerable to difficulties than general paediatric groups. 
Additionally, research that has been carried out into processes of recovery in general 
paediatric groups (Kazak et al., 2006), has not been grounded in research findings.
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Research related to PICU, and arguably in trauma research generally, has taken a limited 
focus on preschool children. This has therefore led to an impoverished evidence base 
surrounding trauma responses in this group (Graham-Bermann et al., 2008). Research has 
also commonly failed to take a strong developmental focus. In the case of preschool 
children such a developmental focus may therefore include a focus on the child's evolving 
relationship with their caregiver.
1.11 Aims of the present study
In this study I have sought to investigate the process of psychological recovery in preschool 
children and their families in the year following discharge from PICU and to investigate the 
possible emergence of post-traumatic stress responses. Findings will help expand the 
literature base relating to preschool children and their long-term adjustment after PICU. 
Importantly, findings will add to the large quantitative evidence base already established in 
this area, by providing greater detail on parental and child reactions to such a potentially 
traumatic event and investigation of the meanings they have attached to the process. Such 
knowledge is crucial in helping clinicians develop and implement interventions that may 
help negate the long-term detrimental impact of an admission to PICU.
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2.0 METHODOLOGY
2.1 Choosing an appropriate methodology: Qualitative research design
While quantitative research is seen as being concerned with determining the 'amount' of 
an entity, qualitative research has been described as investigating the 'properties' of an 
entity (Smith, 2008) and 'how' something happens (Willig, 2008). Related to the current 
study, there is a wealth of research in the area documenting the presence of adverse 
reactions following PICU, such as post-traumatic stress reactions, but little investigating the 
properties of such responses and how these develop. The current study sought to gain an 
in-depth exploration of the phenomena in question and qualitative approaches are viewed 
as allowing for the collection of rich, descriptive accounts of the studied phenomena 
(Smith, 2008). By adopting a qualitative approach it was hoped therefore that this would 
complement and build upon quantitative research currently available in the area.
2.2 Why a grounded theory approach?
Grounded theory methodology was chosen as it represents a method of qualitative 
research which above all else is concerned with the process of discovery and theory 
generation (Willig, 2008), and no theory was currently available to explain psychological 
recovery processes specifically following PICU. Arising theoretical structures are seen as 
'grounded' in the data produced from interviews rather than based on pre-conceived ideas 
(Pidgeon, 1996). Grounded theory was developed in the 1960's by two sociologists Glaser 
and Strauss (1965, 1967) who were dissatisfied with the dominance of existing sociological 
theories and sought an approach where new theory could emerge from collected data 
(Willig, 2008). Glaser and Strauss were seen as attempting to argue a strong rationale for 
the adoption of qualitative methods by providing a clear, logical framework for the 
investigation of data (Dey, 1999).
2.2.1 Philosophies informing grounded theory approaches
While battling against the dominating quantitative approaches characteristic of the time, 
Glaser and Strauss, in their original grounded theory, actually ended up creating a 
qualitative approach characterised by its rigor and usefulness but also by its positivist 
assumptions (Charmaz, 2006). Today many authors have moved away from the original
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positivist position, with symbolic interactionism (Neill, 2006) and constructivist frameworks 
(Charmaz, 2000, 2006) taking precedence. A central tenant of such evolving approaches has 
been the recognition of the role of the researcher as highly influential throughout the 
research process and the importance of ongoing reflexivity (Mruck & Mey, 2007). Methods 
for applying the approach have also evolved, with Charmaz (2006, pp.9) suggesting that 
"grounded theory guidelines describe the steps of the research process and provide a path 
through it. Researchers can adopt and adapt them to conduct diverse studies".
2.2.2 Grounded theory: A constructivist approach
Given the variety of grounded theory methodologies available at the time of study, I have 
chosen to adopt a constructivist position. Two main reasons have guided this decision. 
Firstly, in studying post-trauma responses, research suggests that individual's responses are 
based on reconstructed memories and cognitive appraisals of events (e.g. Ehlers & Clark, 
2000). This suggests a dynamic process therefore and one that is not based on 'one reality' 
of events that have occurred, but an individual reality that is constructed within a specific 
social context. Secondly, a constructivist approach fits well with my own personal view of 
the world. For me, each of us creates our own realities of the world around us based on the 
experiences we have. I see these realities therefore as subject to ongoing distortion and 
transformation. Therefore I feel that a constructivist approach fits both the phenomena 
under investigation and my own personal world-view.
Charmaz defines a constructivist approach to grounded theory as an approach that "places 
priority on the phenomena of study and sees both data and analysis as created from shared 
experiences and relationships with participants and other sources of data" (2006, pp.130). 
Charmaz advocates that a constructivist approach to grounded theory studies the 'how' 
and sometimes 'why' of phenomena. Crucially, she makes the distinction that while we can 
pay close attention to phenomena under investigation, we are unable to ever fully 
reproduce the experiences of our participants. A reflexive stance is also seen as key in a 
constructivist an approach. Reflexivity in qualitative research methods can be seen as 
developing a critical understanding of our own values, beliefs, assumptions, lived 
experience and current context and the role it has on shaping our research (Hesse-Biber, 
2007). This reflexivity is crucial in the development of categories and theories, recognising 
how and why developments in the investigation took place, what personal and professional
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values may be guiding them, and areas that may be highlighted or missed depending on 
such values.
2.3 Ethical considerations
The National Research Ethics Service was applied to and ethical approval for the study was 
granted by the Local Research Ethics Committee along with approval from the University 
Ethics Committee. Approval was also granted by the relevant NHS Research and 
Development Department (see Appendix 1, 2 & 3).
Given the vulnerable nature of the client group being studied, there was the possibility that 
children who we were attempting to follow-up had become unwell again, or had died. It 
was felt that contacting families in such circumstances may be very distressing for them. 
Therefore participant's general practitioners (GPs) were initially contacted to enquire 
whether the child was still alive and gain their opinion of whether the family would be 
suitable participants for the research. Only upon positive response from GPs were 
information packs sent out to potential participants.
Another consideration was how distressing individuals would find it participating in 
research about a potentially traumatic event. Research however (e.g. Kassam-Adams & 
Newman, 2005) has suggested that the majority of participants in trauma related research 
are likely to find it helpful to participate in research revisiting their experiences. Therefore 
while uncommon, it was important to recognise that there was the potential for a small 
number of participants to find participation in such research distressing. Due to this, 
support measures were put in place in the current study to protect participants. Where 
participants were found to score above the cut-off point on the PTSD screening tool or it 
was felt based on clinical judgement and child screening questions that children may be 
experiencing a high level of adverse reactions, participants were offered the opportunity to 
meet with the Consultant Clinical Psychologist at the hospital setting for further support. 
During interviews it was also conveyed that participants could withdraw at any point and 
could opt out of answering any questions they found too distressing.
2.4 Design and Procedure
2.4.1 Participants
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In line with grounded theory, participants were chosen based on their ability to further the 
developing theory, rather than to form a representative sample which can be generalised 
to other populations (Dey, 2007). Because grounded theory is concerned with reaching 
'theoretical saturation' -  i.e. where all the properties and avenues of a category have been 
fully investigated and therefore 'saturated' (see also section 2.6.1) -  the number of 
participants was not set prior to embarking on the research. Participant numbers were 
guided by previous grounded theory studies (i.e. many use 6-10 participants e.g. Granek, 
2007) as well as available time-frame. Parents of young children were interviewed 
regarding their and their child's experiences following PICU. Participants were recruited 
from an eight-bed PICU in an inner city teaching hospital. Participants were selected based 
on the following criteria;
1. Parent of a child who has had one or more in-patient stays in PICU
2. Child to be under the age of five years at time of admission
3. This admission to have taken place in the previous 8-14 months
Families where the child was deceased, where the admission was not an emergency and 
where the child had a pre-existing learning disability were excluded. These criteria were 
imposed due to the likelihood of different psychological recovery and adjustment processes 
for such families (e.g. Graham et oi, 2009).
While the primary caregiver of the child was invited to take part in the study (as defined by 
participants), two participants during data collection requested that their partner take part 
also. As a grounded theory approach takes the lead from emerging data, this was seen as 
appropriate within the methodology.
2.4.2 Descriptive measures
Participants completed a number of descriptive measures for the study. Such measures 
were not used for the purposes of statistical analysis or diagnosis, but to provide an overall 
indication of the participants' level of functioning and gain understanding of participant 
demographics and context (Charmaz, 2006).
/. TSQ
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The Trauma Screening Questionnaire (TSQ) (Brewin et al., 2002, Appendix 4) is a 10 item 
screening measure and was used to provide a description of participant's current level of 
post-traumatic symptoms and functioning and screen for PTSD. The TSQ has been validated 
as a PTSD screening tool on a sample of trauma victims (Brewin et al., 2002) and was 
chosen for its short form and ease of use. Two participants scored above the cut-off on the 
screening measure for PTSD and were subsequently offered further psychological support, 
of which one took up.
//. Child screening questions
Measures for accurately screening PTSS and PTSD in young children are poorly established 
(Scheeringa, 2008). Diagnostic tools that are available and have received empirical support 
tend to be lengthy and unpractical for time-limited screening. Four screening questions (see 
Appendix 5) were therefore derived from a number of sources: the Child Behaviour Check­
list (CBCL; Sim et al., 2005), the modified CBCL-PTSD (Dehon & Scheeringa, 2006) and the 
PTSD semi-structured interview and observational record for infants and young children 
(Scheeringa & Zeanah, 1994). Questions focused on behavioural as opposed to cognitive 
symptoms, which are more likely to be expressed by young children in post-traumatic 
reactions (e.g. Nelson Goff & Schwerdtfeger, 2006) and are most easily identifiable for 
parents. Of the sample, no children were rated as having developed new irritability, one 
child was described as having new sleeping difficulties, four children were rated as having 
developed new fears, and six children were rated as having developed separation 
difficulties.
Hi. Demographics
Participants completed a demographic data sheet which was divided into two sections, with 
one half relating to information about the parent, and the other relating to their child (see 
Appendix 6). Information was obtained relating to gender, ethnicity, age, brief details of the 
child's PICU admission and family and employment context. Participants were between the 
ages of 20-44 years and all rated their ethnicity as 'White'. Children's ages ranged between 
3 weeks to 20 months at the time of admission. Children's admissions related to a range of 
conditions from road traffic accidents to Croup. Tables 1 and 2 summarise the descriptive 
information obtained from participants^
 ^Parental information and child information are presented on separate tables to protect participant 
confidentiality. Placement in one table does not correspond with matched information in the other.
144
gE
3z
c
.S
§ .
%»
&
g
cJC
co
*4-»
s .
3
O)■a
OJ
SI
o
<“
O)
Em
Z
tTO
Q .
00
eu aj
§ 5
eu eu
3 3
O O
X X
3O
> ■
OJ
u
3
ce
s
00
cTO TO
CTO 3
_ J LO
00
QjD
c
LU
lE
T 3
SdûTO
C
oû
m
<3
no
<
ai
T—I
O)"O
2
Q .
2
eu
2
o
O)
T 3
IEu
N
_0J
Sim
(U
E
3
Z oQ.
T3
U O)3O-
■D(D
n
I
E
T3m
u
Q .
I
ù
dûc
LU
>■_0J
fOX
roO)
5
#
3
Q .
Lû
<U"O
co
13
2.4.3 Recruitment procedure
Potential participants meeting the above inclusion criteria were initially identified through 
the PICU logbook, which recorded details of all patient admissions to the PICU. The GP for 
each child was then contacted by letter (see Appendix 7) to request agreement to contact 
the family and check that the child was still alive. A total of 60 GP's were contacted, of 
whom 31 replied, with only two stating it would not be appropriate to contact the family. 
Once GP agreement to contact the family had been gained, families were sent a participant 
information pack, inviting them to participate in the study (see Appendix 8 for participant 
information pack including: invitation letter, participant information sheet and consent 
form). This included a slip to return indicating whether or not they wished to participate in 
the study along with pre paid envelope. Of the 29 potential participants sent the study 
packs, 10 indicated they were happy to participate, 7 replied stating they did not wish to 
participate, and 12 did not respond.
2.4.4 The semi-structured interview
An initial set of 15 interview questions were developed to guide interviews with 
participants (Appendix 9). These questions were developed by the researcher along with 
supervisors and related to parent, child and family functioning and adjustment in the 
months following discharge from PICU. In line with grounded theory, while an initial set of 
semi-structured interview questions were developed at the start of the study, the interview 
schedule evolved over the course of the study to encompass new avenues of enquiry 
arising from participant interviews (Appendix 10). This is consistent with the grounded 
theory concept of theoretical sampling where further information is sought to elaborate 
and refine emerging categories (Charmaz, 2006). Interviews were conducted face-to-face 
and lasted between 50 minutes and one hour and 20 minutes. Nine of the interviews took 
place in participant's homes, and one was conducted at the participant's place of work. 
Interviews were tape-recorded, transcribed verbatim and analysed using the grounded 
theory method.
2.4.4.1 Pilot Interview
The interview and related measures were piloted on one participant meeting inclusion 
criteria prior to the start of the study. This was to test the acceptability of the interview
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questions and appropriateness of measures. Based on the information collected and 
feedback received at this stage, interview questions and measures were deemed to be 
appropriate and acceptable to the client group.
2.5 Data Analysis
Within grounded theory, data collection and analysis are seen as taking place 
simultaneously. The following outline of the data analysis process below is based on the 
framework proposed by Charmaz and through the grounded theory method of constant 
comparison (Dey, 1999).
2.5.1 Line-by-line coding
In line with the approach by Charmaz (2006), the first stage of data analysis consisted of 
initial line-by-line coding. In doing so, each line of a transcript was given preliminary 
meaning. This approach is particularly advocated as it brings to the researcher's attention 
data that may not have otherwise prompted such close reflection and was particularly 
concerned with eliciting actions and processes within the transcript (Charmaz, 2006) (see 
Appendix 11).
2.5.2 Memo-writing
Memo-writing represents an important facet of grounded theory analysis and is conducted 
throughout the different stages of data analysis and coding. 'Memos' as they are often 
referred to, describe the informal note writing of theoretical and analytical ideas, stemming 
from a code or concept that has emerged from analysis. Ideas about the meaning, 
significance and interconnectedness of a code may be 'thrashed-out' or toyed with 
creatively in a memo. The writing of memos throughout data analysis allows for earlier 
memos and analysis to be developed and clear pathways of analytic thinking and theory 
development to be tracked (Charmaz, 2006) (see Appendix 12).
2.5.3 Focused Coding
The next major stage in analysis involved applying focused coding. This stage was 
concerned with identifying significant codes that emerged from the initial line-by-line 
coding and synthesizing these in a more purposeful manner (Charmaz, 2006). These
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focused codes began to form the basis for initial emerging core categories and sought to 
succinctly capture and summarise what had been found through the line-by-line coding 
(see Appendix 11).
2.5.4 Sorting
'Sorting' in grounded theory data analysis refers to the making sense and organising of 
emerging categories, memos and theoretical ideas. In this stage it was important to focus 
on the connections and relationships that are emerging between categories. While a 
number of different approaches may be taken, I chose in the current study to sort focused 
codes into tables and note connections between different codes (see Appendix 13). This 
allowed for easy investigation into commonly occurring codes, pointed to subcategories of 
overarching codes and tracked related interview entries. Such an approach also allowed for 
ease of the constant comparison of data, codes and categories as advocated in the 
emergence of categories and their properties (Kelle, 2007). Charmaz (2006) also suggests 
the use of diagrams to portray visual representations of ideas and I found this to be useful 
particularly in applying order and sequence. As my grounded theory evolved, a number of 
evolving diagrammatic representations were formed (see Appendix 14 for early versions).
2.6 Evaluating the quality of qualitative research
The issue of how to judge the validity of qualitative research has been questioned, with the 
acknowledgement that criteria used to judge quantitative research - such as objectivity, 
reliability and statistical generalizability - are not appropriate criteria by which to judge 
qualitative research (Yardley, 2008). Attention throughout the study has been paid to what 
Yard ley (2000) suggests are the core criteria for assessing validity in qualitative research: 
sensitivity to context, commitment and rigor, transparency and coherence, and impact and 
importance.
As suggested by Yardley (2008), a number of strategies were employed in order to help 
meet the above criteria. These involved comparing the researcher's coding with a 
colleague's coding of a linked research project^ and discussion with supervisor of coding (in
 ^This project was linked to another trainee research project investigating children over the age of 
five years following discharge from PICU. Data was collected, analysed and interpreted 
independently.
149
order to ensure more than one perspective), eliciting participant feedback (see Appendix 
15), seeking disconfirming data throughout analysis, and lastly by keeping a 'paper trail' 
documenting the evolving stages of data analysis. In eliciting feedback from participants, 
four participants responded and all stated that participation in the research had been a 
positive experience and indicated that the results were reflective of their experiences.
2.6.1 Evaluating Grounded Theory
In addition to the points outlined above, it is also useful to reflect on specific factors related 
to the evaluation of grounded theory studies. Grounded theory studies are commonly 
judged to be 'completed' once theoretical saturation has been achieved. Charmaz (2006) 
views saturation as continuing data collection and analysis until there are no new 
theoretical insights and no new properties of theoretical categories emerge. However, in 
adopting a constructivist position, it is recognised that realities can be infinite. The fact that 
new interpretations can arise at any stage was even commented on by Glaser and Strauss: 
"so the published word is not the final word, but only a pause in the never-ending process 
of generating-theory" (1967, pp.40). Therefore while the current study adopted the aim of 
saturating categories by elaborating and refining them until no new data or interpretations 
emerged, claiming absolute theoretical saturation is difficult, particularly given the limited 
time-frame of the study. Greater emphasis is perhaps placed therefore on the elegance, 
precision, coherence and clarity of the emerging theory rather than theoretical saturation; 
a position supported by Dey (2007).
In terms of generalisability, while grounded theory studies may not seek to produce 
findings that are statistically generalisable, 'theoretical' generalisability should be sought 
(Johnson, 1997). This is where insights gained from one context could be applied to other 
similar contexts (Yardley, 2008). In addition, Yardley (2008) suggests that participant 
samples used in valid grounded theory studies should be wide enough to "develop a 
detailed description and explanation of the study topic, based on analysis of all the data 
obtained" (pp.236).
2.7 Reflexivlty
Reflexivity within qualitative research and grounded theory can be seen as forming part of 
the transparency criteria outlined above by Yardley (2008) and refers to the awareness and
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recognition of how our own position as researchers (including our background and 
interests) has influenced the research process. It is an important aspect of a constructivist 
approach to grounded theory as outlined earlier.
I have been interested in paediatric client groups for some time, being particularly drawn to 
the biopsychosocial nature of difficulties in this area. This led me to contact supervisors in 
the area for potential projects. The current project was suggested to me by my now 
supervisor and although it sounded interesting I was aware I had little knowledge in the 
area. My initial ideas about the PICU were that the majority of children probably died 
during an admission and for those who survived, they would be faced with long-term 
physical consequences. My thoughts were therefore more greatly concerned with the 
physical recovery involved following an admission than the psychological recovery. These 
were interesting perspectives, as I later learnt that there was only a 5-10% PICU mortality 
rate (Colville, 2001) which was quite far from my original thinking! The first time I visited 
the PICU at the study site, I found it shocking: tiny children wired up to machines fighting 
for their lives. However, as I do not have children, do not know anyone who has had a child 
admitted to PICU and do not know anyone who has had an admission to adult intensive 
care, I certainly saw this as something that 'happened to other people'.
My personal interests certainly came into play in developing the initial research question 
where I chose to focus on young children. Prior to my clinical training I worked with young 
children and have been fascinated with their internal worlds, how they respond to their 
environments and how they form and negotiate close bonds and attachments. During my 
initial investigations into PICU related research I was struck by the number of very young 
children that attended PICU and yet the relative lack of research targeted toward this 
group. This, along with a firm interest in attachment theory - which I had developed during 
my undergraduate dissertation project - led to the development of a research question 
focusing on preschool children and an interview schedule that included questioning on 
children's relationships and attachment's to those around them.
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3.0 FINDINGS
3.1 Introduction to findings
This chapter presents the results of data gathered from the interviews with parents 
regarding their and their child's experiences following PICU. The data clustered around six 
major categories which are outlined in Table 3 along with two levels of sub-categories. The 
first three major categories were identified as corresponding to three phases of recovery. 
These three major categories are discussed first, in sequence, in order to provide coherence 
for the reader regarding the phases of recovery that emerged from the data. The last two 
major categories are then discussed, with acknowledgement that each contains elements 
which span the three phases of recovery. The main emerging categories and sub-categories 
are illustrated by quotes from participants, with Charmaz (2000) suggesting the use of 
quotes to vividly demonstrate points of a grounded theory. Pseudonyms are used 
throughout.
Lastly, based on the process of psychological recovery described by participants in 
interviews, the major categories have been represented in a diagrammatic form in a flow 
diagram (see Figure 3) and the links between categories described.
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3.2 Interfacing with the medical world (Phase 1)
The first category represents the start of most family's journey, when they first became 
aware of a problem with their child and entered the medical world. The main subcategories 
that emerged were 'Speed of events' and 'Judgement of care and environment'.
3.2.1 Speed of events
When families were first presented with a medical crisis regarding their child, this was often 
met with extreme speed as they became thrust into the medical world with their child in a 
critical state. Participants reported this could be distressing and confusing and shock at the 
severity of their child's condition was commonly reported at this time. This stage did not 
afford the time to make sense of what was happening and families found themselves facing 
a new, often unfamiliar world, upon which they were reliant to save the life of their child. 
This is demonstrated in the following excerpt:
Linda: "(child) was just getting worse and worse and worse and they said 'you're 
going to have to go to (P)ICU'. It was that quick...! was in total denial that my child
was getting that sick that quickly, I couldn't believe that".
For many families it was not just the speed at which their child became seriously ill that 
shocked them, but also the speed at which they became physically well again and were 
allowed to leave:
Jane: "Yeah, short period from seeing her being on a machine and being awful...And 
then all o f a sudden, you know, three nights later and they say she's alright and you 
can Just walk o f f -  what?!"
3.2.2 Judgement of care and environment
Once the child became critically unwell, families were faced with a number of new
environments, such as accident and emergency settings and a number of hospitals and
different medical staff before they may finally arrive at PICU. Particular aspects of PICU 
were of note, such as staff and other patients.
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3.2.2.1 Role of other PICU patients
While in PICU, families were faced with seeing other children also in critical states and the 
parallel distress of other families. Many families made both upward and downward 
comparisons between their own situation and others on PICU. The following excerpt 
demonstrates a downward comparison one parent made:
Alice: "...being on PICU is actually very grounding because we came and went from 
PICU in a day...there were some people in there who were in for a much longer time. 
And whose children had conditions that they weren't going to recover from."
3.2.2.2 Role o f medical staff
All participants reported strong feelings toward medical staff and the care that was 
received and these were of both positive and negative nature:
Lana: "The thing was that we couldn't have been in better care...I think if  they 
hadn't spotted it and he hadn't been transferred to (PICU) I'm not sure that he 
would have been sat here today, let's put it that way."
Ruby: "If it wasn't fo r (spouse) being in there, saying you've got to do something 
now, making that call, that child would have died...Because they were making 
mistake after mistake, after mistake."
3.2.23 Leovmg P/CU
Importantly, participants often felt that leaving PICU was just as terrifying as entering it, 
and families commonly experienced a sense of abandonment:
Eva: "And you feel, erm, I don't know what the word is, lost you feel kind o f
closeted and safe and terrified on PICU and then after that it's a bit like, you're in 
the system, you're just another number you know."
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33  Facing life on the other side {Phase 2)
Once discharged from PICU, participants spoke about what life had been like on the other 
side. For many families the whirlwind of PICU gave rise to a very new and changed life once 
the child had been discharged. For nearly all families this was not the end of their medical 
journey and difficulties continued around on going health concerns for the child. Sub­
categories in this category were 'Practicalities', 'Putting life on hold' and 'Surviving'. This 
phase seemed to come as a shock for many participants who hoped to be able to get back 
to normal life directly after PICU discharge, as demonstrated in the excerpt below:
Lana: "Erm, to be honest I think I probably expected too much. I thought that we 
could probably get back to normal...I think I just thought, oh it'll get back to normal 
straight away. Of course a little bit unrealistic!"
3.3.1 Practicalities
Practical issues following discharge for the young children and families were often 
consuming. This commonly involved ongoing medical problems in which parents had to 
adopt a new role in caring for their child. The child was likely to need further follow up visits 
to hospital or to other medical professionals and this seemed to impact family life greatly. 
The child's medical care at home was also commonly seen as a consuming factor.
Charlene: "She stiU had the tube...but I had people round, do safety with me and 
stuff like that."
Ruby: "...it was such a slow period fo r us to adjust, because we were going through 
the whole, having the new infusions so it was a new regime imposed on us...so we 
were still back in hospital for a long time and that was once a week."
3.3.2 Putting life on hold
Closely linked to the practical issues, parents commonly spoke about having to put life on 
hold. Life was not able to go back to normal and life events such as planning to move 
house, have another child or even just engage with friends and family often could not take 
place:
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Ruby: "...we couldn't consider doing anything fo r a year, everything was always put 
to the back you know, really fo r a year or so."
Lana: "I think, you just put most things on hold...Absolutely everything went on 
hold. "
Researcher: "When you say everything...what would you pick out?"
Lana; "Well we couldn't think about days out, we didn't think about 
holidays...decorating the house...and you just think, I can't think about anything. 
We'll do it all when we're better. Well, when everything's back to normal."
3.3.3 Surviving
Participants often spoke about the time following discharge from PICU as merely surviving; 
just functioning day to day to try and get through. This linked again with families dealing 
with the practical issues resulting from the child's admission and needing to put everything 
else that was not crucial on hold. One participant and spouse outlined how they felt they 
were simply surviving following their child's discharge:
Lana: "...it was difficult (after PICU), but we had loads o f people around us and we 
were very lucky. Erm, so I don't know day to day what we were doing, just..."
Bill: "Surviving".
Lana: "Yeah surviving! Yeah as I said it was just a matter of getting through every 
day'.
3.3.4 Emerging difficulties in child
Once children had been discharged from PICU, many parents reported that they had 
ongoing difficulties or new fears that had to be accommodated:
Ruby: "...a real fear o f people in uniforms."
Jane: "...she gets really scared of some noises fo r example, if  she hears the water 
tap running in the kitchen -  because that's what I've done after the accident."
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3.4 Re-emergence into world (Phase 3)
Following the phase of dealing with life directly after the child was discharged from PICU, 
some participants spoke about being able to move forward once they had adjusted to new 
medical routines, new diagnoses, or the cessation of child's difficulties for example. This 
appeared to leave families with the space and time to begin to reflect on their journey, 
make sense of events and review implications for the future. The risk to the child did not 
appear as prominent as in the previous phase. The sub-themes in this category were 'Need 
for normality', 'Making sense of events', 'Trying to move forward', 'Acceptance and 
integration', and 'Personal growth'.
3.4.1 Need for normality
This appeared to be a period where families felt a need for normality, even if it was in new 
and different format to the 'normality' prior to the child's PICU admission. This emerged 
from the data as a calmer time where the whirlwind of PICU was behind families and 
practical issues had either finished or had been adjusted to and some kind of normality 
could recommence. For the participant below this included re-engaging with employment:
Susan: "In January I thought, no I'm going to get myself back to work. Sometimes, 
you feel a bit trapped, like you're in sick child prison...It's not healthy to be in that 
environment all the time, you do start to get things totally out of proportion, you 
know, you need to kind of normalise life really. So I tried to get back to work and 
(child) started to go to a child minder."
3.4.2 Making sense of events
Participants described this as a time where they often began real reflection and a sense- 
making process. Participants tried to piece bits of the jigsaw together in making sense of 
events and remembering what happened to them and their child. Some participants spoke 
about how they were faced again with addressing their child's mortality and the 
seriousness of the situation:
Susan: "And I suppose I get upset about..when I look back, what a close call it 
was...And erm, it just does make you realise just how fragile things are."
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This may have involved reflecting on earlier losses for example or bringing into account 
religious or spiritual beliefs;
Linda: "And that's what faith is, isn't it? Having faith that either he'll get better or 
whatever happens it'll happen fo r a reason".
Participants commonly tried to make sense of what the impact of events may have been in 
the long-term on their child. A particular worry that arose in a number of the interviews 
was how much the child may remember of the PICU, and any distressing events prior to or 
following:
Susan: "I would be interested to know what you think the effects would have been 
on (child), because it's hard to know what he would have thought about things at 
the time, he was only one, what does he think his life's been about..shoving needles 
in his neck...What effect has it had on him...do (young children) have memories, 
does he remember?"
3.4.3 Trying to look forward
Parents seemed to encounter a number of factors and/or difficulties in trying to move 
forward following events, the most common of these were dealing with reminders and 
parental guilt.
3.4.3.1 Dealing with reminders
Participants commonly talked about having to deal with reminders that were upsetting and 
got in the way of getting back to normality:
Jane: "So yeah the constant reminder of the scars is awful. It would be nice if  
nothing was there -  it would be easier to forget the whole event."
Ruby: "I couldn't watch anything on television (when child first discharged)... it just 
brings it all straight back."
3.4.3.2 Parental guilt
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In trying to look forward, many parents were left with ongoing feelings of guilt concerning 
what had happened to their child. This guilt was applied to many different things, for 
example guilt at how the child came to be in PICU or not responding quickly:
Lucy: "The only thing that crosses my mind is the day before she became really 
really poorly I had gone out with her shopping...And I think I do regret doing it that 
day, should I have been at home with her? Was she poorly and I didn't notice?"
3,5 Acceptance and Integration
Overall the view emerged from interviews that participants thought that life would never 
be the same again following their child's admission to PICU. However participants seemed 
to vary on the extent to which they were able to accept how life was now or not. Entangled 
within this, emerged the concept of whether participants were able to integrate the recent 
potentially traumatic events into their existing lives, or to what extent normal life and 
recent events appeared held apart as two separate entities. While these two concepts 
appeared heavily inter-linked, they did not strike me as one and the same thing. Their 
relationship to each other is therefore presented schematically in Figure 1 below.
„ 'u'' ' ....
Figure 1. Acceptance and Integration of events
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Acceptance
Acceptance of events was likely to be characterised by participants feeling like they were 
able to move forward, and doing so, accept new relationships, even if these were not the 
ideal. The excerpts below demonstrate a level of acceptance:
Tara; “...we can't change what's happened. We've got to make the most of it. 
We've got keep going with (child). (Hospital) haven't wrote her off. I did write to 
(hospital) and I said, one day I will take her back there."
Lana: "I could see that my relationship with (sibling) has suffered but..to be honest 
he's eleven on Monday and going toward teenage mode it probably would be 
suffering anyway, so I don't know how much is related to what happened with 
(child)...and how much would be normal anyway."
Non-acceptance of events was likely to be shown as being unable to move forward 
mentally, dwelling on the events, an inability to regulate feelings, non-acceptance of new 
relationships and strong negative emotions. In the excerpt below the participant 
demonstrates such ongoing struggles:
Susan: "I don't like feeling like this, like going into the GP last week where (child's) 
got a very simple tonsillitis and nearly crying about it, it's embarrassing, there's no 
reason fo r it... I feel quite sad that I haven't been able to enjoy him as a baby... and I 
feel guilty about the amount o f attention he's had proportionately compared to the 
other two?"
Integration
Some participants showed that they were able to integrate the events relating to their 
child's PICU admission well into their view of life. However, for others this integration 
appeared more stilted as if there were two parts of them that had not come together, but 
had to live side by side:
Eva: "...you've seen the dark side...And it can come up at any time and you can't 
control it..you live your life in parallel to it...it's just how many layers you put up 
between you and it. "
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Figure 2 below plots participant's levels of acceptance and integration based on my 
understanding of these aspects in the wider context of their entire interviews (see Chapter 
2, Table 1 for participant numbers linked to pseudonyms). The largest proportion of 
participants in the study could be judged as falling into the top right quadrant, indicating 
high levels of both integration and acceptance. Given the patterns shown in figure 2, this 
may suggest that the concepts of acceptance and integration were closely related. It is 
interesting to note that both participants 8 and 10, who demonstrated in my opinion the 
lowest levels of acceptance and integration, were the only two members of the study to 
score above the cut-off point on the PTSD screening measure. This may suggest that higher 
levels of acceptance and integration are associated with more positive psychological 
outcomes after PICU.
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Figure 2. Hypothesised levels of acceptance and integration in study participants
3.6 Personal growth
Personal growth emerged from the data as a separate factor to acceptance and integration. 
For some participants personal growth was present when there appeared little acceptance
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of events and low levels of integration. Personal growth seemed best represented as a 
continuum, where participants had varying levels from low to high. Examples of personal 
growth included: values being solidified, new life goals being created, changes in 
employment and valuing family and relationships more highly. Examples are outlined in the 
excerpts below:
Eva: "...it just kind of shows you that life is...your priorities have to be, what they 
should be. And it's like when everyone has their knickers in a twist at work and I'm 
just huh, so it changes your perspective, definitely."
Linda: "And you suddenly become thankful fo r what you've got...when there's the 
prospect o f something being taken away, more thankful... We've got two fantastic, 
healthy little boys, you know and we don't feel like we need to add to that, we just 
want to try and give them as much love as possible."
3.7 Facing child's mortality
Amidst the shock of having their child admitted to PICU families were confronted with the 
possibility of losing their child or a sudden realisation of the seriousness of the child's 
condition. This threat was also reflected on once the child was out of physical danger. 
Participants also spoke of another level of distress in seeing their child in pain. Participants 
responded to facing their child's mortality in a manner of ways. Sub-categories to emerge in 
this area were 'Facing seriousness' and 'Witnessing distress in own child' and 'Strategies for 
dealing with threat to child'.
3.7.1 Facing the seriousness
For some parents they were confronted with the full realisation of the seriousness of 
events when their child needed to be taken to PICU:
Lana: "...it's scary when they say to you, he's got to go up to another hospital, and 
you say, is that tomorrow and they say, no, now. He's got to go now."
For some this time was met with facing the prospect that the child could die, and for others 
they faced being told that their child would die:
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Tara; "And they told me that she will die. Because she might, they might not be able 
to resuscitate her. But they were preparing me for her death in the near future."
For other parents the realisation of the seriousness of events only seemed to emerge once 
their child was back at home and out of danger:
Linda: "I didn't realise the machine he was one was called a life support machine 
until (two week check-up)."
3.7.2 Witnessing distress in own child
Medical procedures during the child's admission were common and parents often reported 
having poor understanding of these. Parents shared the emotional terror of seeing their 
child undergo painful procedures such as lumbar punctures and being witness to their often 
altered physical appearance. The excerpt below demonstrates one participant witnessing a 
level of distress in her child she had never seen before:
Lucy: "And even when I was holding her she was -  it was horrible to see. It was like 
a high pitched wail and scream that I'd never heard before."
3.7.3 Strategies for coping with threat to child
From the data analysis it emerged that parents employed particular strategies in coping 
with the threat to their child. Some participants reported strategies that they adopted at 
the time of PICU admission, while others appeared to reference strategies they had 
adopted retrospectively or since the child had been discharged home. These included 
imbuing the child with a large amount of strength, such as talking about them being a 
'fighter', minimising the difficulties, or having an intuitive sense that the child would 
survive. Differences were also reported in how parents coped with the threat to their child, 
with gender differences commonly reported:
Grant: "/ think (me and my wife) have dealt with it quite differently actually, 
because in that stage it was in that sign-off period that Linda really started to 
analyse things...and with me, I don't know whether I've blocked it out or more 
matter-of-fact".
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Overall strategies that parents reported were categorised as 'Imbued strength', 
'Minimising', 'Over-protection' and 'Unparalleled optimism'.
3.73.1 Imbued strength
Participants commonly saw their child as possessing particular qualities of strength that had 
aided them in their illness and recovery:
Eva: "And we were so proud of him as well because they found out that the virus 
that he had was quite a random one and he, the antibiotics wouldn't have been 
what cured him, it was just like him doing it himself. A strong boy".
3.7.3.2 Minimising
Participant's often 'down played' difficulties that their child may have such as their physical 
appearance or the serious nature of what the child had been through. The comment below 
demonstrates the importance of her child being seen as physically normal:
Tara: "So...quite lucky...because although she's got a brain injury, she doesn't look 
as if  she's got a brain injury. I mean, her eye, once we correct her eye, fingers 
crossed, then she might look a lot better as well."
Researcher: "So physically there's not things that people would notice?"
Tara: "Yeah so if  you took the (tracheostomy tube) away she's fine."
Participants also minimised the potential impact that events may have had on their young 
child, often seeing young age as a protective factor:
Alice: "...he was so young when all those things were happening, I think it's 
probably a good thing, I don't see how it could have affected his personality."
3.7.3.3 Over-protection
Parents may have found themselves over-involved with the child compared to other 
siblings. They, as well as extended family, often seemed to be overprotective, feeling that
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the child needed greater protection or support, or else feeling unable to let them 
experience life in the same way as their siblings.
Linda; "...I think obviously you become more protective generally when your child 
has been through something like that."
3.7.3.4 Unparalleled optimism
Some families responded to the critical situation of their child by approaching it with 
unnerving optimism and composure. The excerpt below outlines such an approach:
Charlene: "I was in therefor three weeks I think, but you know, I just kept focusing 
because you know, everyone was like, she might die, and they gave me leaflets, but 
I was like, no she's not going to die."
3.8 Social and relationship factors
Social and relationship factors emerged from the data as applicable to all categories and 
impacted the recovery process at all phases. Two sub-categories emerged as the most 
crucial throughout the process of recovery; these were 'Social support' and 'Changing 
relationships'.
3.8.1 Social support
In the data it emerged as important who families were supported by, who they were not 
supported by, and the extent of this support throughout the process of recovery:
Eva: "...my dad and my step-mum they were all there in A&E as it was all 
happening...and I feel closer to them because of that."
Charlene: "I couldn't do it without my family and their support. If I had no support 
and was living on my own I'd be on the floor."
3.8.1.1 Perception of social support
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It seemed as though it was not only important what support was in place but how it was 
perceived by participants. For example one participant perceived her friends to have 
abandoned her, but speaking to them after the event they thought that they were 
supporting her in the right way:
Lucy: "Afterwards I fe lt a bit let down by my friends, like no one came...for me. But 
when I said that to my friends one time they got really upset and said, well, we 
didn't think we could come. And maybe I didn't make that clear when I was on the 
phone or texting them, they just knew it was so bad they didn't know that they 
could come."
3.8.2 Changing relationships
Participants spoke about changes across a wide number of relationships, from their 
relationship and attachment to their child, to wider relationships with family.
3.8.2.1 New relationship with child
Participants spoke of a new relationship with their child in an inevitable fashion. Such 
changes were shown to be the result of a number of different factors such as facing the 
child's mortality, taking a new nursing role for the child, or simply spending an extended 
amount of time with the child:
Eva: "Because you then start basically administering the care So it's quite a shock
because you're suddenly filling this role where you don't really know. You're scared 
to touch them and, what does that beeping noise mean and it's just quite a bit 
traumatic."
Parents often discussed their changed feelings toward the child and the strength of feelings 
they now had for their child:
Linda: "I just thought I was loving him all along...I'm just aware of loving much 
more now than I ever did".
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For some parents, changes to their relationship with their child were seen very much in a 
one directional manner;
Alice: “ The previous operation was at..six months old, I don't see how it could have 
affected his relationship with me. It's obviously affected my relationship with him, 
like my feelings toward him...I can't see how that would have affected his feelings 
toward me.''
3.8.2.2 Impact on attachment
Attachment factors emerged as important in thinking about the changing relationship 
between the child and caregiver. Parents often reported having difficulty separating from 
the child following PICU:
Ruby: “He wouldn't be alone, wouldn't be alone at all. He wouldn't tolerate me or 
(husband) being away from him, would not be with anyone else."
Alice: “...I think we just sort o f decided that it was almost an excuse fo r us to say 
that we didn't want to leave him with someone else because of the (colostomy) 
bog."
Due to parent's lack of desire to separate from the child, in some cases this appeared to 
impact the child's developing attachment relationships with wider family members:
Eva: "...we want to be together all the time...like my sister will say do you want to 
come out, and I'm like no, I just want to be with the kids you know, just the four of 
us. We have such a nice time the four of us, we're quite a little unit, it's just like I 
don't feel like I need anything else."
3.8.2.3 Impact on wider relationships
Relationships outside of the child-caregiver relationship also appeared affected by events. 
Most notable effects were discussed regarding relationships with partners and with other 
children in the family:
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Lucy: "...I think anything like that is going to put a strain on your relationship. I 
don't think (my husband) understands...! don't think he understands what I 
witnessed, he wasn't there to witness it."
Alice: "...I don't want to say that it's been good fo r (relationship with husband), but 
I think it's affirmed it's a good relationship."
3.9 Links between categories
The narratives that participants provided emerged as demonstrating a time ordered 
sequence to their recovery. Figure 3 below demonstrates the categories as they emerged in 
diagrammatic form, and displays the sequential process between the categories of 
'Interfacing with the medical world', 'Facing life on the other side' and 'Re-emergence into 
world'. While these categories are presented as discrete boxes in the diagram, this is for 
illustration purposes only, as data showed that the lines between these categories could 
often blur. Data also emerged where families did not appear to go through the second 
phase of 'Facing life on the other side'. This phase for example appeared absent for a family 
whose child physically recovered quickly once discharged from PICU and no further medical 
input was required. Therefore the diagram below depicts that families may by-pass the 
second phase depending largely upon their child's physical recovery. The category of 'Re- 
emergence into world' is expanded compared to the other categories. I chose to represent 
the categories in this way to focus on the category and area that takes greatest focus 
throughout the study.
'Facing child's mortality' is a category that had strong links with a number of other 
categories. Participants talked about having to face their child's mortality when initially 
confronted with their child becoming unwell. However as the first two phases were often 
described as being somewhat of a whirlwind of events, unsurprisingly, many participants 
also talked about having to face their child's mortality once they were back home and the 
child was on the road to physical recovery. This was closely linked to the category 'Making 
sense of events', as some parents began -  potentially for the first time - to appreciate what 
a 'close call' it had been for their child. The diagram therefore represents the finding that 
parents could be facing their child's mortality throughout the entire process. Similarly,
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Figure 3. Diagrammatic representation of results
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parents also reported that they drew upon a variety of strategies for facing the threat to 
their child's life throughout the three phases and this is also included in the diagram in 
figure 3. For example, parents may have used the strategy 'Unparalleled optimism' while 
their child was actually in PICU, 'knowing' that the child would be ok. Other parents for 
example may have drawn upon the strategy of 'Minimising' in phase 3 in regard to any 
future physical or emotional problems the child may have.
Social and relationship factors dominated parents' narratives and emerged as crucial 
elements to consider in relation to each of the other major categories. Early on in the 
process of recovery social factors may have been important in thinking about being 
supported while on PICU or in calling upon a social network to help look after other 
children at home for example. During the second phase of recovery parents may have 
found that they needed to take on a new caring role for their child, for example where the 
child required new medical regimes following PICU. Later in the process of recovery, social 
factors showed themselves in terms of changes in family relationships and dynamics. Social 
and relationship factors additionally emerged as related to the major category of 'Facing 
child's mortality'. For example the level of social support parents felt they were receiving 
appeared to impact their ability to face the seriousness of their child's condition and some 
parents reported that they had very different ways of dealing with the threat of losing a 
child compared to their partner. Relationship factors also linked closely with the sub­
category of personal growth as parents talked about how the recent events had led them to 
re-evaluate the importance of their close relationships. Therefore the overall process of 
psychological recovery from PICU is seen to be embedded within the social and relationship 
context that families find themselves in.
Drawing upon gestalt principals, a theory as a whole can be seen as being more than a sum 
of the parts that make up the 'whole' (Rhyne, 2001). The diagrammatic representation in 
figure 3 therefore can be seen as creating meaning in itself based on the contributions of 
each single component of the model. In organising the components of the model, the 
diagram can be seen as conveying two stories: one of the content (the 'what') and one of 
the way in which the content is represented (the 'how') (Pinna & Reeves, 2009). The use of 
specific shapes and positioning can therefore be seen to contribute meaning to the model 
as a whole. For example, if the circle representing social and relationship factors was 
positioned differently e.g. at the bottom of the diagram rather than surrounding the other
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components, this is unlikely to have conveyed the recovery process as embedded in such 
factors.
3.10 Summary of findings
The purpose of this study was to explore the process of psychological recovery in preschool 
children and their families following discharge from PICU and investigate the possible 
emergence of post-traumatic stress responses. The three major categories of 'Interfacing 
with the medical world', 'Facing life on the other side' and 'Re-emergence into world' 
emerged from the data and these could be viewed as representing three phases of 
recovery. Families were found to initially be presented with the need to navigate the 
medical world in which their child was critically unwell. Commonly, family's difficulties were 
not over once they had left PICU and this often represented the start of a long journey of 
dealing with ongoing medical concerns and physically caring for the child. Once families 
were able to adjust to this practical side of life, they were left with trying to make sense of 
events and trying to integrate and accept such events and move forward with their lives. 
Being able to accept the events that had occurred as well as their impact on the family's 
life, and also integrate these events with existing internal frameworks, emerged as highly 
significant in whether families were able to move forward successfully or otherwise. The 
three phases of recovery identified were not necessarily distinct phases and the boundaries 
between each seemed to become blurred in some cases. Families were faced with 
recognising the seriousness of the child's problems or illness and often employed strategies 
throughout the entire process to come to terms with the threat imposed upon their child. 
Social and relationship factors appeared critical throughout the entire process following 
PICU, with pertinent social factors more prominent for the different phases of recovery.
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4.0 DISCUSSION
4.1 Introduction to discussion
In this section the findings of the study will be discussed and how they connect with and 
build upon the existing literature base. Additional literature is also drawn upon in order to 
reflect upon research findings. Limitations of the study and areas for future research are 
discussed as well as implications for clinical practice.
4.2 Recovering from PICU
The findings of the study showed that psychological recovery after PICU often involves a 
lengthy and complex journey, where life cannot immediately return back to normal. This 
journey was multi-faceted but emerged as falling into the three approximate phases of: 
'Interfacing with the medical world', 'Facing life on the other side', and 'Re-emergence into 
world'. The presence of three recovery phases after trauma is supported in research, from 
general paediatric medical trauma (Kazak et al., 2006), to war veterans (Scurfield, 1985) for 
example. While the child's admission itself was not questioned specifically in the 
interviews, participants all provided the entire story of their PICU journey, i.e. from when 
they first realised there was a problem. This fits with research suggesting that following a 
traumatic event a specific trauma narrative is constructed (e.g. Tuval-Mashiach et a i, 2004) 
and participants seemed to need to recount their full narrative of the event. Support was 
also gained for the presence of fragmented and disorganised trauma memories, which are 
implicated in the development and maintenance of PTSD and shown through incoherent, 
disorganised narratives (see Gray & Lombardo, 2009). For example one participant who 
screened above the cut-off level for PTSD had to be supported in beginning the interview, 
saying she didn't know where to start, despite prompt questions. Such a response may 
reflect an unorganised trauma narrative. Trauma narratives are particularly important as it 
has been suggested that children are often dependant on their parents to help them 
develop their own narrative (Salmon & Bryant, 2002).
The admission to PICU and time spent in hospital were found to be hugely distressing times 
for families. Such findings are well supported by previous research (Colville et ai, 2003; 
Colville et al., 2009; Ward-Begnoche, 2007). Participants in the present study appeared to 
reflect on the threat to their child's life throughout the entire process and not just at time
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of admission however. Upward and downward comparisons were reported particularly 
during the time the child was on PICU where families compared themselves favourably or 
unfavourably toward other families and children in PICU for example. Such comparisons 
have been supported in previous research (e.g. Wills, 1981; Wood & Vanderzee, 1997). 
Participants also conveyed strong emotions to leaving PICU. One study which focused on 
this time-point by Linton etoL (2008), piloted a discharge information brochure for families 
being moved to a ward following PICU. The authors demonstrated that such an intervention 
could help support families during this transition.
Coping strategies of parents have typically focused on strategies employed during the time 
of admission and shown that parents use a variety of problem-focused and emotion- 
focused coping strategies (Noyes, 1998). The present study demonstrated specific coping 
strategies that may be employed by parents following their child's discharge from PICU. The 
emerging strategies of 'Imbuing strength', 'Minimising' and 'Unparalleled optimism' have 
not been highlighted in previous research in this area. Authors have suggested however 
that parents who are overwhelmed by a traumatic event may minimise the effects of the 
trauma (Nelson Goff & Schedtfeger, 2004) which may link to the strategy of 'Minimising'. 
Participants also reported using the strategy of 'Over-protectiveness', which has been 
shown to be connected with the threatened loss of a child (Green & Solnit, 1964). Such 
strategies are further discussed in regard to relationship factors in section 4.3 below. As 
many participants spoke both about the strength of their child alongside their fear for their 
child, it could be suggested that the above strategies may be employed as a means of 
coping with increased perceptions of the child's vulnerability. As an alternative however, 
parents may instil a kind of 'superhero syndrome' where the child may be seen as 
exceptionally resilient due to their ability to overcome such adversity. Gender differences 
were also reported in coping styles following the child's discharge, which supports findings 
from previous research (Colville et a i, 2009).
The practicalities and ongoing health and medical concerns that most families were faced 
with following PICU were immense. Families were often consumed by ongoing health issues 
in the child which came as a shock to many participants. To date this aspect of the 
trajectory following discharge from PICU has been poorly examined, despite more recent 
research which suggests that the time period after discharge is one of the most stressful 
(Colville et ai, 2009). Research relating to general paediatric settings however has
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acknowledged the ongoing demands and strains which families may face relating to a 
child's medical condition (e.g. Kazak et o/., 2006).
A limited amount of research has studied PICU patients under the age of five years. In the 
current study, young children's reactions after PICU discharge included new fears, 
developmental regression and separation anxiety. While the children in this study were in 
fact very young, these findings are supported by research into preschool reactions to 
trauma in other settings (Scheeringa, 2008). It is not clear as to whether these reactions in 
the children in the study begun immediately following PICU and resolved within one month. 
If so, such reactions are likely to be seen as 'normal' reactions following a potentially 
traumatic experience. From my field observations when conducting the interviews it was 
interesting to note that parents rarely gave a straight-forward answer to the child pre­
screening questions. Many said 'yes at first, but currently no' which may imply that 
symptoms in this group ameliorate over time. This is supported by Meiser-Stedman (2002) 
who suggested that symptoms of PTSD in young children are initially likely to be 
experienced due to their lack of verbal and emotional regulation capacities.
During the last phase of recovery to emerge from the data, participants reported trying to 
make sense of the events that had happened to them and their child. Interestingly there 
were participants who had not yet seemed to reach this phase, and correspondingly their 
child was still undergoing significant medical intervention. The process of making sense of 
events can also be seen to link to Hill's concept of mean-making in his ABC-X model of 
family stress (1949).
It may be useful to draw some parallels between the events participants faced in the 
current study and other forms of trauma, in relation to treatment and intervention. Authors 
have advocated that trauma processing and treatment cannot take place in environments 
where the individual is under continual threat or trauma is reoccur ring, for example in the 
situation of domestic violence. This is supported by the NICE guidelines for PTSD: "It is 
generally not possible to process fully the emotional consequences of a past event if it 
continues to recur" (NICE, 2005, pp.19). Based on the findings of the current study it could 
be hypothesised that families only begin to process trauma -  and may be at a suitable stage 
for intervention -  once they have moved out of the second phase, when the child is out of 
danger. Follow-up meetings with families after discharge from PICU have been suggested
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by some authors (e.g. Russell, 1999) to provide a space for patients to reflect on their 
experiences. Recent research however by Colville et ol. (2010) demonstrated that only 25% 
of such meetings were taken up when they were offered to families two months after their 
child's PICU discharge. Based on the present findings, it could be suggested that low uptake 
on follow-up appointments may be due to their timing coinciding with the second phase of 
'Facing life on the other side', where families may have little space or energy to process and 
reflect on events. Flowever it is important to remember that the number of children and 
families requiring this level of intervention is likely to be small, with research suggesting 
that most children and families do well in the long-run following medical trauma without 
any professional intervention (Kassam-Adams & Winston, 2004).
In relation to the study by Colville and Pierce (2010), which uncovered high levels of 
delayed onset PTSD following PICU, these findings could be explained by families only 
beginning to process the traumatic event once their child is out of danger and they are in 
the third phase of 'Re-emergence into world'; therefore leaving themselves vulnerable to 
the traumatic impact of connecting with these events. This would support Colville and 
Pierce's suggestion that it may take families some time to fully appreciate the critical nature 
of recent events (Colville & Pierce, 2010). It could be suggested that families may have 
avoided processing their trauma memories until the child was out of physical danger and 
then may be more vulnerable to developing PTSD once this avoidance ceases. This view 
would fit with current understanding of delayed-onset PTSD (e.g. Gillies et al., 2003). The 
view that delayed-onset PTSD may be due to ongoing stressors (e.g. the child having 
ongoing medical treatment and ongoing threat to life) did not appear to receive support in 
the current study. For example, for some families who continued to experience significant 
distress, their child had had no further medical input after PICU and no further external 
stresses were reported. This finding is at odds with some previous research (e.g. Jurbergs et 
o/., 2009).
Within the data there emerged a split between those who appeared to be able to accept 
the recent events that had impacted their child and those who struggled with this. The role 
of acceptance in trauma responses and PTSD has begun to gain greater focus in research 
and also as a treatment strategy (Shipherd & Salters-Pedneault, 2008) with the suggestion 
that those who accept rather than try and avoid internal and external reminders may have 
more adaptive outcomes. Acceptance emerged in the current study as closely related to
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whether events seemed to be integrated into people's lives and understanding. The 
concept of integration fits strongly with cognitive models of PTSD in terms of integration of 
traumatic memories (e.g. Brewin et al., 1996; Ehlers & Clark, 2000). The ongoing sense of 
threat some parents experienced, who could be seen as not having fully accepted and 
integrated events, drew parallels with the 'Damocles Syndrome' reported in childhood 
cancer survivors (Koocher & O'Malley, 1981). This syndrome has been described as ongoing 
sense of threat and a continuing negative impact on the life of the child and family, even 
after the child is considered physically 'cured'. This highlights that physical recovery is not 
necessarily congruent with psychological recovery and findings from the current study 
support such a view.
Many participants reported personal growth following their child's admission to PICU, for 
example with a re-evaluation of their life values and purpose, or the redefining of 
relationships. Such personal growth fits with the concept of post-traumatic growth (PTG), 
which has been supported in research (e.g. Kilmer, 2006). The current study supported PTG 
as being a separate concept to acceptance and integration factors, as some families 
experienced ongoing distress, with poor acceptance and integration of events, but also 
demonstrated evidence of personal growth. Previous research has suggested that PTG and 
adverse trauma responses can exist in parallel i.e. they are not exclusive concepts (Calhoun 
& Tedeschi, 2006). This is further supported by research which showed that high levels of 
acceptance (without judgement) does not relate to high levels of PTG (Chopko & Schwartz, 
2009X
Families who are able to accept recent events, integrate them into their lives and 
demonstrate personal growth can be understood in terms of McCubbin and McCubbin's 
(1993; McCubbin etal., 2002) resiliency model of family stress, adjustment and adaption. In 
view of this model, such families could be judged as having adjusted and adapted to events, 
with a resulting positive outcome.
4.3 Social and relationship factors
A broad range of social and relationship factors emerged as significant throughout the 
process studied. Research has investigated the impact of trauma on family relationships 
previously with studies finding support for both strengthened and strained relationships
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following PICU or other trauma (e.g. Affleck & Tennen, 1991; Lehman et al., 1989; 
Montgomery, 2002). The present study showed support for each of these positions, with 
participants reporting both increased strain in family relationships (particularly early on in 
the process of recovery) and increased closeness (particularly later on in the process of 
recovery).
To date there has been a paucity of research investigating the impact of the parent-child 
relationship following trauma (Gewirtz et al., 2008). In the current study parents often 
talked about having a 'stronger' relationship with their child following PICU. Many parents 
felt unable to leave their child with other people, felt over-protective of them, as well as 
feeling closer to them. Lieberman (2004) suggests that such behaviour as over­
protectiveness may be indicative of attachment disruption. The long-term implications of 
such changes to relationships, particularly at such an early stage of life are unclear. Such 
feelings and responses toward the child may also be indicative of what has been termed 
the 'trauma membrane' (Lindy, 1985; Rozensky et al., 1993) which is seen as a protective 
environment placed around the child following trauma. Such an environment can provide 
protection for the child, or block needed resources (Nelson Goff & Schwerdtfeger, 2004). 
Elements of both protective and blocking environments appeared present in interviews.
Melnyk et al. (2004, 2007) report evidence supporting a parent-focused educational- 
behavioural program for mothers and their young children who have been critically ill. The 
results showed that the program was able to indirectly (through supporting the mother and 
the mother subsequently supporting the child) effect children's post-hospital externalising 
behaviour, impact parental beliefs and lower stress and negative mood levels. Lieberman 
(2004) supports such an approach by suggesting that trauma in the early years of life needs 
to be assessed and treated within an attachment context.
Whether participants felt supported by family, friends and medical professionals 
throughout the process was also paramount. Where participants did not feel supported this 
caused ongoing distress. Past research has suggested that social support acts as a buffer 
against adverse effects of potentially traumatic event in parents of critically ill children (e.g. 
Rini et al., 2008) and data that emerged in the current study supports such a view.
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4.4 Considerations for young children
While inclusion criteria for the study stipulated the inclusion of children under the age of 
five years, the actual sample consisted of children well under this age. Children in the study 
would therefore be better described as 'infants' as opposed to 'preschool' children. This is 
an important recognition given that despite being the largest age group admitted to PICU, 
infant outcomes following PICU regarding psychological wellbeing have attracted very little 
research attention. Given preschooler's advanced developmental stage compared to 
infants, it is also important to note that older preschool children may have experienced 
different outcomes of recovery processes.
The present study adopted the method of caregiver interviewing relating to their and their 
young child's experience following PICU. The framework that emerged however as part of 
this project, has focused predominantly on the processes experienced by the primary 
caregiver rather than that of the child. As one participant put it: "I feel like I've just sat here 
fo r an hour and talked about myself". This represents a major difficulty in research with 
young children as there is a limited role for self-report due to limited verbal skills 
(Scheeringa etal., 2006) and previous research has noted the limitations of parental report 
of child behaviour and symptoms (e.g. Kassam-Adams et al., 2006; Koplewicz et al., 2002; 
Shemesh et al., 2005). Studies have reported however that young children may be able to 
provide important insights into their lives directly (e.g. video recording) (Flewitt, 2005; Irwin 
& Johnson, 2005). It is therefore unclear to what extent the current study captured the 
experience of the young child and inclusion of additional methods may have provided 
greater scope and understanding, despite the very young age of children included in the 
study.
Participants also demonstrated their confusion and lack of understanding around the 
impact of the traumatic event on their child, with many asking 'what will my child 
remember?' or 'how will my child be impacted by events?'. Such questioning has been 
shown in other recent research involving young children (Klein et al., 2009). However, in 
parallel to asking such questions, parents often seemed to hold onto the notion that their 
child was protected from effects of the recent trauma due to their young age. Such views 
may be indicative of the wide-spread misunderstandings of the impact of trauma on young 
children or else may have formed a protective denial strategy for parents.
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4.5 Limitations of the study and areas for future research
In addition to the concerns raised about capturing the child's experience of recent events, 
the current study had a number of further limitations. For practical purposes, the study 
took a retrospective approach. If a prospective approach had been taken this may well have 
produced different results. Participant's narratives and process of sense making may have 
changed throughout the recovery process, and therefore it is important to recognise that 
the narratives provided in this study are capturing one time point. Participant's accounts 
may also have been impacted by recall bias, which has been viewed as a draw-back of 
retrospective research (e.g. Henry et ol., 1994).
The current study only looked at children who had emergency admissions and research 
suggests that children with chronic conditions and severe disabilities (who are less likely to 
have an emergency admission) may have a different PICU experience (Graham e to i, 2009). 
Expanding the exclusion criteria to those who did not have an emergency admission 
therefore may have provided different results and led to elaboration of the theory. 
Additionally, although grounded theory is not concerned with sample representativeness in 
the same manner as quantitative methods, it was interesting that all the parents in the 
study belonged to the ethnic category of 'White'. The theory may therefore have been 
further developed by seeking out families from different cultural groups, particularly in light 
of research suggesting ethnic disparity in post-traumatic psychological distress responses 
(Marshall etal., 2009).
The study used four screening questions that were chosen to provide a descriptive 
indication of child's functioning and potential post-traumatic stress symptoms, given the 
lack of appropriate preschool PTSD screening measures. However such questions did not 
collectively represent a standardised measure. As an alternative, a standardised measure 
such as the Child Behaviour Check List (CBCL; Sim et al., 2005) which is a more generic 
measure that has been used to identify children at risk of PTSD may have been useful, 
despite lack of evidence of its use for children under 18 months (Dehon & Scheeringa, 
2006X
In terms of future research, the current study has highlighted a number of areas for 
ongoing investigation. Further research is needed to investigate what kind of intervention
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and/or support families and children need at the different phases of recovery. While 
suggestions are presented below (section 4.6) the appropriateness and acceptability of 
such approaches would need to be further explored in research.
While parenting practices have been studied at the time of a child's admission to PICU, 
greater research is needed into parenting practices and coping strategies following PICU 
and their implications. This may help clinicians better prepare families for the demands of 
parenting following PICU.
It is essential to continue to develop screening measures to identify families and children 
who are most at risk of adverse reactions following PICU. This study suggests it is crucial to 
investigate PTSD screening measures for young children. This would allow for studies to 
also examine the presence of PTSD symptoms specifically in young children following PICU 
and investigate the related symptom trajectory. Additionally, little research appears to have 
focused on the long-term attachment implications of children who attended PICU at a 
young age and there has been a call to consider attachment to a greater extent in 
paediatric practice and research (Rees, 2005).
4.6 Clinical implications
In order to best make sense of the clinical implications of findings from the current study, 
these have been divided into the three phases of recovery as found in the study:
4.6.1 Phase one
The current study showed that greater preparation is needed for families leaving PICU. 
Families often feel that they have been abandoned and are anxious when leaving this 
environment. Interventions such as discharge information brochures (Linton et al., 2008) 
may assist in this transition.
4.6.2 Phase one/two
It may be beneficial for families to be more prepared for the phases they are likely to go 
through following their child's discharge in order to develop more realistic expectations
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about what is to be expected following PICU. This could be communicated helpfully in 
information leaflets given to families on discharge from PICU.
Information needs to be communicated regarding the potential impact trauma may have 
on young children and how adverse responses may be communicated in this age group. 
Again this could usefully take the form of an information leaflet given to families with 
preschool children on discharge from PICU. It is likely that such knowledge may also be 
limited in medical staff and if further investigation confirmed this, professional education 
and training may also be beneficial.
4.6.3 Phase three
The current study suggests that follow-up appointments may be most beneficial for families 
once they have moved to the last recovery phase, which unhelpfully appears idiosyncratic. 
It may therefore be most helpful for parents to be aware of the processes of recovery they 
may undergo and offer them a follow-up appointment to take up if/when they feel they 
would like assistance to process and reflect on events.
Family targeted intervention appears crucial following preschool discharge from PICU 
where relationships are likely to have been skewed by recent events, with many potential 
attachment implications.
Young children need to be supported in an age-appropriate manner in developing coherent 
narratives of the events relating to their PICU experience. As parents may not be able to 
fully assist with this i.e. if they are having difficulty processing their own trauma responses, 
aids in the form of PICU diaries may be useful. Nonverbal diaries (i.e. using pictures) are 
likely to be beneficial for young preverbal children as they will process the trauma memory 
at a nonverbal level. Such diaries may also include words to help children structure a 
developing verbal narrative, due to the suggestion that as children age there may be 
"developmental processes that alter the meaning of (their) past medical experiences" 
(Kazak et al., 2006, pp.348). The use of diaries following intensive care has been supported 
in research (e.g. Backman & Walther, 2001).
182
4.7 Reflexivity and reflections on the grounded theory approach
Dey (1999) suggests that what we find is likely to depend, to at least some extent, on what 
we are looking for and that categories do not 'emerge' from the data but are constructed 
by the researcher. Looking back over the project, I can see that I undoubtedly possessed 
preconceived ideas, assumptions and potential biases which may have impacted the 
research process. For example in discussions with research supervisors from the start of the 
project I outlined my interest in attachment theory and how this may be related to the 
processes investigated in the study. In the evolving interview schedule I was aware that 
new pieces of information that were of personal interest to me were given a place on the 
updated interview schedule and there are likely to have been new pieces of data or new 
'leads' that I missed. An example of prioritised data may have been asking about 
participant's use of religion or spiritual beliefs as means of making sense of their 
experiences. Religion and spirituality are important in my own life, so I can see why this 
may have been prioritised over other areas.
I also wonder whether my own assumptions about resilience influenced data collection. 
Given experiences growing up in my own family where members confronted difficult or 
stressful events such as illness diagnosis with resilience and 'hardiness', I wonder the extent 
to which I have perhaps assumed that families will confront traumatic and stressful 
experiences with resilience and find positive outcomes. This may have led to questions in 
this area not being followed-up as thoroughly as in other areas.
An interview that was conducted early on in data collection was with a family who lived 
close by me. They were a young family of similar social class and ethnicity to me and my 
partner. I found this interview quite emotional and reflected that this was the point that I 
no longer saw participant's experiences as something that happened to 'other people' but 
something that could happen to anyone, to any family. I feel that this led me to empathise 
more greatly with participants which I feel may have led to improved data collection.
During many of the interviews I found myself becoming quite frustrated by the lack of focus 
on the child's experiences and wondered whether my project would capture what I had 
hoped. However, through the analysis I begun to wonder whether parent's discussion of 
the experiences from their own point of view simply demonstrated how inter-linked the
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parent and child were, particularly given the young age of the children. This brought to 
mind an often quoted phrase: "There is no such thing as a baby...A baby cannot exist alone, 
but is essentially part of a relationship" (Winnicott, 1964, pp.88) and I wonder if this inter­
connection was something I did not fully appreciate during data collection and analysis.
In addition, I found it both a novel and anxiety-provoking process to go back to participants 
and invite feedback on the study findings. While I found it affirming to receive positive 
feedback on the accuracy of findings and participants' experience of being interviewed, it 
has also highlighted to me the importance of undertaking such a process -  even if less 
positive feedback is gained. Even through the lens of my own constructions of meaning, it 
was still important to me that the story I was telling was 'their' story.
In relation to the methodology adopted, I have recognised that the constructivist approach 
adopted in this study is one framework of applying grounded theory. For example if a 
positivist approach had been adopted, as originally proposed by Glaser and Strauss (1965, 
1967), an altered research process and ultimately altered grounded theory would have 
ensued (for example this would have included a 'core category'). Willig (2008) has also 
questioned the extent to which grounded theory is able to capture psychological as 
opposed to sociological processes and whether this method truly captures information that 
constitutes a 'theory' or whether data produced is merely descriptive rather than 
explanatory.
4.8 Conclusion
The aim of this study was to investigate the process of psychological recovery in young 
children and their families following PICU and to investigate the possible emergence of 
post-traumatic stress responses. Such investigations were seen as crucial in being able to 
develop appropriate clinical support and intervention to this population. The research 
involved analysis of ten interviews with parents of infants who had been discharged from 
PICU approximately one year previously. Analysis of the data suggested the presence of 
three phases of recovery after PICU. Parents employed a number of different strategies in 
coping with the threat to their child. Social and relationship factors were implicated 
throughout the process. In trying to make sense of their PICU experience, parents who 
were able to accept these events and integrate them into their view of life, seemed to have
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the most positive outcomes and these concepts linked closely with theoretical 
understanding of PTSD. Not all families appeared to have fully recovered from the events 
they had experienced and it seemed as though some had not yet reached the third 
identified phase. Suggestions have been made relating to interventions that may be 
appropriate for young children and their families at each phase of the recovery process. 
Future research is needed to expand the evidence base for such interventions as well as 
build on research relating to young children and their traumatic responses following PICU.
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Procedures for Research Ethics Committees in the UK.
After ediical review
Now that you have completed the application process please visit the National Research 
Ethics Sen/ice website > After Review
You are invited to give your view of the service that you have received from the National 
Research Ethics Service and die application procedure. If you wish to make your views 
knovm please use the feedback form available on the website.
The attached document "After er/rica/ revrew -  guidance A)r researchers" gives detailed 
guidance on reporting requir^ents for studies with a favourable opinion, including:
* Notifying substantial ameidments
* Adding new sites and investigators 
« Progress and s a ^  reports
* Notifying the of the study
The NRES website also provides guidance on these topics, which is updated in the light of 
changes in reporting requirements or procedures.
We would also like to inkyrm you that we consult regularly with stakeholders to improve our 
service. If you would like to join our Reference Group please email 
referençeqroupAnres.npsa.nhs.uk.
REC rekrence number: 09fHd80G/9  Mease quote this numbei^on aîF con-espondence
With the Committee's tzest wishes for the success of this pmject 
Yours sincerely
Chair
Email:
Fhcfosures. L^f of rrames and profassfons of members who w%re present at the
meetf/%.
"After etdkzaf review -  guAtance researcbens"
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UNIVERSITY OF
SURREY
Dr Adrian Chyle
Chair: Faculty of Arts and Human Sciences Ethic* 
Committee 
University o f Surrey
faculty of 
Arts arxl Human !
Sarah Flood
Trainee Clinical Psychologist 
Department of Psychology 
University of Surrey
30* July 2009
Dear Sarah
Reference: 3SS-PSY-09
Title of Project: Toward a theory of psychological recovery in young children following 
discharge from Paediatric Intensive Care Unit (PICU)
Thank you for your sulxnission of the atxive proposal.
Ttte Faculty of Arts and Human Sciences Ethics Committee has given favourable ethical 
opinion.
If there are any significant changes to this proposal you may need to consider requesting 
scrutiny by ttte Faculty Ethics Committee.
Yours sincerely 
cLw O+v-
Dr Adrian Coyle
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17 July 2009
,Ms Sarah Flood 
Trainee Clinical Psychologist 
University of Surrey 
Clinical Psychology 
University of Surrey, 
Guildford 
Surrey 
GU2 7XH
Direct Line: 
Direct Fax: 
Email:
Dear Ms Flood
Project Title:
Protocol version #: 
Protocol date:
REC Reference:
RO Reference: 
Sponsor:
Host site:
Principal Investigator:
Toward a theory of psychological recovery in young children 
following dischai^e from Paediatnc intensive care unK (PICU)
23/12/08
09/H0806/9
09.0084
University of Surrey
Ns Sariah Flood
Notihcadon of host site approval
The research approval process for the above named study has been completed successfully.
The conditions for host site approval are as follows:
» The PI must ensure compliance with protocol and advise the host of any change(s) to the
protocol. Failure of notification may affect host approval status.
* Under the terms of the Research Governance Framework, the PI is obliged to report any 
Serious Adverse Events to the Sponsor and the Research Office, in line with the protocol and 
Sponsor requirements. Adverse events must also t>e reported in accordance with die Trust 
Adverse Incident Reporting Policy & Procedures.
* The PI must ensure af^propriate procedures are in place to action urgent safety measures
» The PI must ensure the maintenance of a Trial Master File (TMF)
" The PI must ensure that all named staff are compliant w th the Data Protection Act, Human
Tissue Act 2005, Mental Capacity Act 2005 and all other statutory guidance and legislation 
(wtrere applicable)
* The PI must be compliant with monitoring and auditing by the Research Office
* The PI must report any cases of suspected research misconduct and fraud to the Research 
Office.
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The PI must provide an annual report to the Research OfRoe for all research involving NHS 
patients, Trust or 5GUL staff and/or resources. The PI must notify the Research Office of any 
presentations of such research at scientific or professional meetings, or on the event of papers 
being published and any direct or indirect impacts on patient care.
All research carried out within NHS Trust
must be in accordance with the principles set out in the Research Governance Framework 
for Health and Social Care (2005, second edition, Department of Health).
Failure to comply with the above conditions and regulations W l result in the suspension of the 
research project.
Please contact die Research Office if you require any further guidance or information on any 
matter mentioned atzove. We wish you every success in your research.
Yours sincerely
& Development Facilitator 
Joint Research Office
K, Head of Paediatnc Psychology Service
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Child Screening Questions
Over the last seven days:
1. Has your child had a hard time going to bed or falling asleep?
2. Had your child shown increased irritability, fussiness, extreme mood swings or 
temper-tantrums?
3. Has your child become very fearful or anxious of certain animals, situations or 
places?
4. Has your child been upset when she/ he had to be separated from his/her mother a 
lot more than she/he is used to?
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General information
Please answer these general questions about yourself. Do not put your name on this form -  
all the data is anonymous. These details will be kept confidential. Please tick the 
appropriate boxes. It would be helpful if you could answer all the questions, but you can 
choose to leave blank any question you do not wish to answer.
ABOUT YOU ABOUT YOUR CHILD
Gender (of parent completing form)
□ Female
□ Male
Gender of your child
□ Female
□ Male
Age (of parent)
□ 16-20
□ 20-24 
0 25-29
□ 30-34
□ 35-39
□ 40-44
□ 45 - 49
□ 50-54
□ 55 and over
Number of children in the family 
□ 1 
□ 2 
0 3 
0 4
□ 5 or more
What is your occupation - Age of your child:
Now
At time of admission
What is your ethnic group?
□
White
Mixed
Asian, Asian British, Asian English, Asian
Scottish or Asian Welsh
Black, Black British, Black English, Black
Scottish or Black Welsh
Other ethnic background (please specify)
What is your child's ethnic group?
□ White
□ Mixed
□ Asian, Asian British, Asian English, Asian 
Scottish or Asian Welsh
□ Black, Black British, Black English, Black 
Scottish or Black Welsh
□ Other ethnic background (please specify)
What language would you usually talk at home 
with the family?
□ English
□ Other (Please specify)__________
□ A mixture of __________________
What is your child's first language (i.e. the first 
language they heard spoken)?
□ English
□ Other (Please specify)_________
□ English and_________________
□ A mixture of
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PICU Research Project
Paediatric Psychology Service
Date
Dear GP,
RE: Research project -  Experiences of children following Paediatric Intensive Care 
Unit (PICU)
We are writing to inform you that, as part of a research project investigating recovery in the 
year following a child's admission to paediatric intensive care, we are hoping to shortly 
contact the family of one of your patients, X (D.O.B. XX/XX/XXXX) who was admitted to X 
PICU in the last 14 months. We will be asking parents and/or children to complete a short 
questionnaire and answer some interview questions. We have included examples of these 
for your information. Ethical approval for the project has been granted by the London- 
Surrey Borders Research Ethics Committee.
We would be most grateful for your permission to contact the family. We would also be 
grateful if you would let us know if, in your opinion, there is any reason why we should 
not approach the family directly. In particular, we would appreciate it if you could inform 
us if the child has died since discharge, as we are not including bereaved parents in this 
research.
Please indicate whether or not you agree for us to contact the family by faxing (), phoning 
0 or emailing. Consultant Psychologist on X. If we have not heard from you after two 
weeks we will contact you by telephone to check that you are happy for the family to 
take part.
It is hoped that by learning in more detail about children's recovery process the year 
following PICU, we will be able to improve the support services currently offered. In the 
meantime if we learn of the existence of significant distress in a family member in relation 
to issues raised during the interview, we will, with the family's permission, contact you 
again.
Thank you for your attention
Consultant Clinical Psychologist Researcher, University of Surrey
Researcher, University of Surrey
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PICU Research Project
Paediatric Psychology Service
Date
Dear
PROJECT TITLE: Experiences of children following Paediatric Intensive Care Unit (PICU)
We are writing to you to invite you to take part in a research study. Before you decide to 
participate it is important for you to understand why the research is being done and what it 
will involve for you. We ask you to please take time to read the enclosed information 
carefully and discuss it with others if you wish. You are welcome to contact us if anything is 
unclear or if you would like more information. We would be grateful if you could let us 
know whether you would like to take part in the study by returning the attached slip in the 
envelope provided.
Yours sincerely
Consultant Clinical Psychologist Researcher, University of Surrey
Researcher, University of Surrey
I would/would not like to take part in this research project (please delete as appropriate)
Name:.....................................................................................................................................
Telephone number or email address:.....................................................................................
Signed:.........................................................................................
Date:............................................................................................
(Please return slip in envelope provided)
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INFORMATION SHEET FOR PARTICIPANTS 
PROJECT TITLE: Experiences of children following Paediatric intensive Care Unit (PICU)
What is the project about?
This project is looking at children's experiences in the year following discharge from a 
Paediatric Intensive Care Unit (PICU). Other patients and families have fed back to us in the 
past that they can have a number of positive as well as negative experiences in the year 
after PICU. Some people have also said that while they may have felt ok straight after PICU, 
things may become difficult further down the line. We are interested in talking to parents 
about their child's experience over the year following PICU so that we can begin to 
understand the process of recovery better and provide more help and information to 
families who go through this process. In addition, research regarding young children is 
often limited which can mean that our understanding of children in this age group is 
lacking. This is particularly important as a large number of children admitted to PICU are 
under the age of five.
Why have I been chosen?
We have chosen to invite you to take part in this project as your child was 5 or under at the 
time of admission to PICU and this admission was between 8 and 14 months ago. Your 
participation in this study is entirely voluntary. If you agree to take part you will be able to 
withdraw from the study at any time without affecting any subsequent care for your child 
in any way.
What will happen to me if I take part?
If you decide you would like to take part we will contact you to arrange a time to meet. This 
meeting will be at a suitable time for you and your chosen location of your home or X 
Hospital. We will ask you to complete some basic details about yourself and your child and 
to complete a consent sheet. A copy of the consent sheet is provided within this pack for 
reference. We will also ask you to complete a short questionnaire which will take about 5 
minutes which will ask you specific questions relating to your experience following PICU, 
such as whether you experienced any distress symptoms. You will then be asked some 
interview questions about your child's experience since discharge from PICU. This may last 
up to 45 minutes but you can stop the interview at any point or request a break. Examples 
of questions that may be included in the interview are: "Have you noticed any changes in 
your child since discharge?" and "What has been the most difficult thing since your child's 
discharge?".
What are the possible advantages and benefits of participation?
Many people say that talking about difficult things such as your child's stay in PICU can be 
beneficial and help them process and make sense of what has happened to them and their 
family. By sharing these experiences we hope to be able to give more informed help and 
support to families who go through PICU in the future.
What are the possible disadvantages and risks of participation?
During the interview you may be asked questions about your child's experience that you 
find distressing. A small minority of people report that talking about such distressing times 
can have a negative impact on them. Should this happen during your participation in the 
study further support shall be provided by the Paediatric Psychology Service at X Hospital or 
other suitable service local to you.
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Will my taking part in this study be kept confidential?
All the information you give us will be confidential and used for the purpose of this study 
only. Information will be collected via questionnaires and tape recorded interviews. This 
information will only be seen by the researchers. The data will be collected and stored in 
accordance with the Data Protection Act 1998 and will be disposed of in a secure manner 
after ten years (in line with University of Surrey guidelines). All information collected will be 
anonymised and therefore not allow you to be identified individually. Quotes from your 
interview may be used in a report following the project, and if so this will also be 
anonymous.
What will happen to the results of the research study?
When we have completed the research, we will contact you to give you the opportunity to 
comment on our findings. This research will also be submitted for publication in an 
academic journal. All participants will be provided with a summary of the results.
Who is organising and funding the research?
The research is being funded by the University of Surrey and being organised by X Hospital. 
Who has reviewed the study?
All research in the NHS is looked at by independent group of people called a Research 
Ethics Committee to protect your safety, rights, wellbeing and dignity. This study has been 
reviewed and given favourable opinion by X Research Ethics Committee.
What if there is a problem?
If you have any concerns about any aspect of this study, you should ask to speak to the 
researchers who will do their best to answer your questions (contact X on X). If you remain 
unhappy and wish to complain formally, you can do this through the NHS Complaints 
Procedure by writing to the Chief Executive of the Trust.
What if I have a first language that is not English?
If you have a first language which is not English and would like to receive a copy of this 
information pack in another language, we can arrange for this to be done by a qualified 
translator. Such a translator can also be provided at any subsequent meetings.
What happens now?
We would be very grateful if you could complete the slip attached to the letter and return it 
to us via the pre-paid envelope. If you indicate that you would like to participate in the 
research project we will contact you in the near future, via your chosen contact details, to 
discuss the study further.
Thank you for taking the time to read through this information
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Consent form
Title of project: Experiences of children following Paediatric intensive Care Unit (PICU)
Please 
initial box
1. I confirm that I have read and understand the information sheet dated 
26.04.09 (version 2) for the above study. I have had the opportunity to 
consider the information, ask questions and have had these answered 
satisfactorily.
2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason, without my medical 
care or legal rights being affected.
I understand that relevant sections of my medical notes and data 
collected during the study, may be looked at by researcher and 
supervisor only, individuals from regulatory authorities or from the NHS 
Trust, where it is relevant to my taking part in this research. I give 
permission for these individuals to have access to my records.
4. I agree to the interview being tape recorded
5. I agree to take part in the above study
Name of Participant Date Signature
Name of Person 
taking consent
Date Signature
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INTERVIEW SCHEDULE
1. Can you start by telling me about you and your family?
Prompt: Might want to focus on who is in the family, what is everyone's role, 
extended family, who is around, their environment.
2. Thinking back to before PICU, can you tell me what sort of child X is?
Prompt: Temperament, behaviour, affection, who child is close with.
3. Can you tell me about the day that X was discharged?
Prompt: Gaining contextual information relating to when the child was discharged. 
This may focus on what day it was, who was around, whether family knew they 
would be able to take child home that day, their feelings around child coming 
home. May elicit details of the PICU stay itself if parents wish to expand.
4. What were your hopes and concerns when X was discharged?
Prompt: Might focus on whether parent felt life could go straight back to 'normal' 
for child and family or whether things would be very different for a while.
5. Can you tell me how X was in the months following his/her discharge?
Prompt: May wish to focus on whether any of these hopes or concerns came true. 
General information may include child's behaviour (eating, sleeping, playing), 
family relationships, nursery, friendships if appropriate).
When did you first notice things had changed and how did you first notice that 
things had changed?
6. What were the influences that affected you and X's development and adjustment 
through the year?
Prompt: May wish to look at family and support, communication with the family, 
reactions from the child, further health concerns, memories of PICU.
7. How would you describe X's development and adjustment now?
Prompt: Compare things now to when first discharged, what are the differences. 
Can you remember when you first saw signs of changes? How did you know things 
were different?
8. How has your relationship with X been impacted since PICU?
Prompt: May wish to think about parent's responses to the child and how the child 
has impacted on the parent. Have there been changes in your relationship over the 
year?
9. How has X's relationship with other important figures been impacted since PICU?
10. Have there been any other changes to relationships in the family since X's discharge 
from PICU?
Prompt: Particularly thinking about siblings and the relationship between parents.
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11. What has been the hardest thing since discharge?
Prompt: Could explain that some people find it hard adjusting back to normal life, 
others may find they are more worried about their child's health.
12. What has been the best/or most positive thing since discharge?
Prompt: Could say that some people feel they gain a new outlook on life or feel 
closer to their child.
13. Since X's discharge, has there been anything that has surprised you?
Prompt: Could think about the way that X has coped, or how he/she has struggled, 
how the family unit has coped or found aspects difficult
14. Looking back, is there anything you would have liked to have known at discharge 
that you didn't?
15. Looking back, is there anything you would have liked to have managed differently 
over the last year?
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UPDATED INTERVIEW SCHEDULE
1. Can you start by telling me about you and your family?
Prompt: Might want to focus on who is in the family, what is everyone's role, 
extended family, who is around, their environment.
2. Thinking back to before PICU, can you tell me what sort of child X is?
Prompt: Temperament, behaviour, affection, who child is close with.
3. Can you tell me about the day that X was discharged?
Prompt: Gaining contextual information relating to when the child was discharged. 
This may focus on what day it was, who was around, whether family knew they 
would be able to take child home that day, their feelings around child coming 
home. May elicit details of the PICU stay itself if parents wish to expand.
4. What were your hopes and concerns when X was discharged?
Prompt: Might focus on whether parent felt life could go straight back to 'normal' 
for child and family or whether things would be very different for a while.
5. Can you tell me how X was in the months following his/her discharge?
Prompt: May wish to focus on whether any of these hopes or concerns came true. 
General information may include child's behaviour (eating, sleeping, playing), 
family relationships, nursery, friendships if appropriate).
When did you first notice things had changed and how did you first notice that 
things had changed?
6. What were the influences that affected you and X's development and adjustment 
through the year?
Prompt: May wish to look at family and support, communication with the family, 
reactions from the child, further health concerns, memories of PICU. Were you 
influenced by any religious or spiritual beliefs?
7. How would you describe X's development and adjustment now?
Prompt: Compare things now to when first discharged, what are the differences. 
Can you remember when you first saw signs of changes? How did you know things 
were different?
8. How has your relationship with X been impacted since PICU? If so, how?
Prompt: May wish to think about parent's responses to the child and how the child 
has impacted on the parent. Have there been changes in your relationship over the 
year?
9. Do you still worry about losing X? How do you manage that? Was there any time 
you felt your relationship was affected by your fear of losing them. Prompt: Did 
they find it hard to let themselves get close to child and love child?
10. How has X's relationship with other important figures been impacted since PICU?
228
Prompt: Do you think X is treated any differently now? In what way?
11. Have there been any other changes to relationships in the family since X's discharge 
from PICU?
Prompt: Particularly thinking about siblings and the relationship between parents.
12. What has been the hardest thing since discharge?
Prompt: Could explain that some people find it hard adjusting back to normal life, 
others may find they are more worried about their child's health.
13. What has been the best/or most positive thing since discharge?
Prompt: Could say that some people feel they gain a new outlook on life or feel 
closer to their child.
14. Do you think you 'put anything off in the time after X was discharged? Do you 
feel like you can move forward now?
15. Since X's discharge, has there been anything that has surprised you?
Prompt: Could think about the way that X has coped, or how he/she has struggled, 
how the family unit has coped or found aspects difficult
16. Looking back, is there anything you would have liked to have known at discharge 
that you didn't?
17. Looking back, is there anything you would have liked to have managed differently 
over the last year?
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Pseudonyms are used throughout the following extract:
Another child 
would have 
died without 
knowledge.
TakmgacUon
against
hospital.
Knowing child 
needed them 
more.
Partner having
to see staff 
again.
Medical
apologies.
Different ways 
of dealing
Emotionally 
blocking it out. 
Dealing with 
reminders.
Not being 
given all the 
information
Partner having 
to translate
Separating 
selves as 
different.
Unique
parents
Ruby: If it wasn't for Dale being in there, saying you've got to 
do something now, making that call, that child would have 
died, a child in that situation would have died. Without 
question! Without question. Because they were making 
mistake after mistake, after mistake. And I thought long and 
hard about whether I should've complained or what I should 
have done but you know, as Dale said, if you're going to do 
it, you're going to have to back it up all the way, right to the 
GMC and are we in a position where we're capable of doing 
that, and no we weren't, because we were waiting for the 
diagnosis and then learning the new treatment and stuff.
And he needed us more than the hospital needed us to 
complain about her. She's gone now, and presumably she's 
moved on, most of the staff would have moved on. Whether 
or not they learnt from it....Interestingly enough, the 
consultant did appear the next day down in intensive care, 
saying I don't know what happened. I'm obviously very 
sorry. I just couldn't even look at her. But I couldn't even 
look at her. She was at [place] the next year with Dale as 
well. So Dale saw all these people again. And I think Dale's 
going to have to do a year, or certainly some have to go and 
work in that PICU at some point. My husband's dealt with 
this in a really different way. I will still sit here and have a 
good cry about it every now and then, but Dale, has just 
blocked the whole thing out. I think he's had to, because he's 
had to go to work and do it. If he didn't how could he 
possibly - 1 couldn't possibly. And I have no idea how it's 
going to affect him working there, you know we'll just have 
to wait and see.
Researcher (SF): And has he been like that right from the start, 
right after the event, or was that something that developed?
R: He was put in an impossible situation. Erm...and in fact I 
was kind of told off really by forgotten what his name 
is...anyway I was told off. They would come and 
automatically talk to Dale, because a lot of them knew him 
and that he was a medic, or they know him and realised 
what he was doing. So they would talk to him, and I wouldn't 
understand all of it. Most of it I would pick up, so I wouldn't 
understand all of it. So I'd wait for them to go and I'd say 
Dale, tell me what they just said. So Dale had to translate it 
into a language that I would understand. So it was very very 
hard on Dale. They didn't mean to do it, and it's very easy to 
understand that they would, it just, these things happen. But 
it did put us. Dale and I, under an extra piece of pressure, 
that perhaps we didn't need. And it wasn't that they didn't, 
some of them did go to the nth degree talking to me, but the 
problem is that where Dale and I work, we're probably not in
Medical
mistakes
Coping
strategies
Dealing
with
reminders
Not
under­
standing
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Knowing more
Dismay at 
having to 
leave child
Vulnerable
Memories of 
stay in hospital 
that stay in her 
head
Hope
Trying to find 
out what was 
wrong
Getting added 
support from 
medical 
professionals
Being hopeful
Answers
Not the 
answers that 
were hoped 
for
Having 
someone 
listen to her
Hope and 
moving 
forward 
through the 
terror
the normal bracket of parents hit that unit very often really. 
We're probably in the bracket where I know a bit about it, 
and he knows a lot about it. So you can see that you 
know...the whole thing is like slow-time, your life just slows 
down...to...So yeah, then once he was tubed, we were there, 
eventually they told us to go home! Erm, I think we got home 
at 10pm and went to bed for a couple of hours when they 
assured us he was alright. And we left him with complete 
strangers in a completely vulnerable state, where he couldn't 
move, he felt like a corpse- a warm one, you know...gastric 
tubes to feed him, catheter....Dale will tell you....I can see 
him, I can still see him when I close my eyes. Because they 
cut his vest off to get all the stuff in, on this bed.
SF: So it sounds like there was an amazing journey at the 
hospital. So in those first few days when you were back at 
home, can you remember how you were feeling about things? 
What were the hopes and concerns going through your mind?
R: Erm, I was feeling pretty positive, because I hoped that we 
were going to get closer to finding out what was wrong with 
him. Which was to me- it wasn't like there was something 
horrible and he'd been in intensive care and that was it, he 
became neutropenic as well in there from being in the next 
worst place in hospital. Erm, so, when we got home, [medic] 
he would go to a once weekly meeting obviously with all the 
people in PICU, and he treated Ethan when we was five 
weeks old, and I recognised him. And I said, oh hello, and 
sort of looked and said, Ethan's here. He treated us when he 
was really tiny when he had an infection in his bladder and 
urinary tract. So he said yes, oh right and said what's- so I 
gave him a brief update as he walked through he said, I think 
it's a primary immune-deficiency. He really fell on his sword 
with this and said, I want to test for it. And he pushed and 
started pushing and as soon as he did that I thought, oh my 
god, there's light at the end of the tunnel for me now. It's 
just not going up against the GP now to try and get another 
set of antibiotics to try and....(child interrupts) so I felt really 
hopeful that on the back of all this, they'd taken some of my 
blood and they'd taken some of Ethan's blood, and they 
were going to test it, and they were sending it off. So they 
had all these things going on that we were going to get the 
diagnosis, the diagnosis wasn't a great one obviously, 
because it meant life-long treatment, but it meant, for me, 
bigger than anything was that seriously someone is now 
listening to me, and seriously someone now recognises that 
there's something else going on. It's not just because he's at 
nursery which is what I just kept being told. So for me, it was 
really hopeful, that this horror meant, that someone was 
going to do something about it. So I was feeling quite 
hopeful about it. It was kind of exciting to know that_______
Life just
slows
down
Appear­
ance of 
child 
Vivid
memories
Positives
Looking
for
answers
Hope
Not the 
right
answers
Being
listened
to
Positivity
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someone was doing something, positive, it really you know. 
Family and also, you know, it also made us stronger as a family unit,
strength not the- but without question, the erm, yeah you go through
that and it's kind of make or break really.
SF: And in what kind of ways do you think it's made you 
stronger as a family unit?
R: Erm, I think because we all feel like, oh dear, you can go 
Feeling through that, you can go through anything and survive. You
stronger as a know that kind of ethos of, we've been to the worst place in 
family the world, and we've come back from it. You know we still
love each other, we don't want to kill each other and I have 
Lucky & my son every day, and I'm so grateful. I'm so blessed that
blessed he's still with us, you know, we really just think we're the
luckiest people in the world. So all the other kind of rubbish 
Putting things that goes on, worries about you know, am I going to get to
in perspective work on time are really left, you really take a big step back
from that and you think, you know what, so I'm late, and?
It's not a biggy. The big stuff, is where we were last July.
SF: It sounds like it's changed you perspective on things
R: Yeah, without question, for me definitely. Because when 
Getting her they started to treat him, it was like someone gave me my
son back lovely boy, but in a better version. Because I'm many things,
due to but I'm not a nurse and I really did not know, I was at the
treatment end of my tether, I did not know what to do with myself. You
know, he was being sick seven or eight times a day, he 
How bad it couldn't eat a meal without being sick, feeding was a
used to be nightmare. I wasn't enjoying the situation, I wasn't enjoying
the situation at all. And for the few moments or the few 
Keeping a weeks, I think I actually had a diary, I kept that diary for ages,
diary in the first 18 months of his life, he had like three days, or
four days where he wasn't on antibiotics, I mean this is not a 
Not a normal normal situation to go into your first child with. When they
situation with said -  and they gave him that treatment- within days we had
first child a healthy happy, wanting to eat you know, little boy, so I'd
trade that in a minute. It was like they gave me another 
Being given child, and said have another go. So the whole- I've taken
another something really positive out of it because I would never
chance have know.
SF: And what would you say about your relationship 
specifically with Ethan now?
R: I've gone from being his nurse, kind of stressed out -  you 
Taking a know oh my goodness me -you know I used to go around
different role with a digital thermometer, capol, calprufen, millions of
changes of clothing, you know, knowing that we can never 
Having to be go out for lunch because he'd be sick, we could never find
Becoming
stronger
Surviving
New
perspect-
ives
Accept-
ance
Blessed to 
still have 
child
Positivity
The 
turning 
point of 
diagnosis
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anything he'd- we couldn't really stay anywhere other than 
my mum's or go anywhere else really because he would just- 
You know I put him in nursery with a 38 and a half degree 
temperature because you know I just think, I've just got to 
go to work, I can't -he has to go. I had no idea. But you 
know, he'd look like this, you know, and of course he had a 
week at [ward] with pneumonia as well, like nothing on 
earth...that place is like bedlam. Erm, so and also, knowing 
that I will never have to go to [ward] again, you know we will 
always go to [ward] because of the, his condition. Was a big 
thing because I never had to set foot on that ward again. I 
mean I'd trade the - 1 mean don't get me wrong. I'd never 
want to go through what we went through again -  he all of 
the same, he went through, I mean we wouldn't know how 
much it would of hurt him, I mean it was immensely painful 
in his throat and chest. And you know...the side effects of 
the [medication] and when he was being pulled off that were 
he couldn't see, he couldn't when they took the tube out and 
after a few hours he was really disorientated. One of the 
nurses gave him a piece of toast, he couldn't....I just-1 
couldn't, that was.... And of course the mix up between the 
night duty and [consultant] taking over, I wanted to make- 
by the time we left the hospital at night-1 wanted to make 
sure there'd be no change before the morning, or that I'd be 
contacted if anything was to happen to him I wanted to be 
contacted first. But this doctor decided she could hear a hiss 
of where the tube was -  so she decided to try and take it 
out. Now [consultant] told me, precisely that nothing was 
going to happen. But she decided better. So by the time we 
got there, he was in real distress again. I don't know if you've 
ever seen a child breather like that, where they they're chest 
is like -  their diaphragm pushes out, their intercostals space 
all goes in and every effort of their little life is in each breath. 
And to see that, to see him get in that state, just pushed me, 
well I had to run out, to run away. Just ran out the entire 
unit, just left Dale. And then Dale was really cross with me 
because I couldn't stay there, but I just thought, I just can't 
see him go through that again (becoming tearful) just 
gasping for every last once of breath...it was just awful. So 
furious! Because I knew she was-1 was there when. I'd seen 
expressly what he had said, she was there when he said it 
and she went ahead and did it anyway. She made a decision, 
so [consultant], typical medical staff was clearly a bit of a mix 
up there, so again I was, angry thinking, that mix up is not 
good enough. You know, mix up's like that mean, you, 
people are put in danger when they don't need to be. It just 
means to me, you know, as far as I'm concerned, she's not 
particularly competent. You know, I understand that 
mistakes happen, but when you're expressly told by a 
supervisor not to do something then you expect that to be 
carried out at all costs, I don't you know. I'm a [profession]
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pain
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and if I made that mistake I would expect to be carrying the 
can for it you know. I wouldn't do it. And I would expect 
even more so to, well you know my job doesn't really 
matter, you know if I've got someone in the cells, well they 
can stay in the cells they're safe...unless they want to hit 
themselves...then you don't care...but children and people 
that are ill, if someone tells you not to do something there's 
a reason for it to my mind. Or at least you contact the guy, 
because he's on call. You know but none of the above 
happened, but he's fine however. So. There's were lots of, 
you know, people brought friends and stuff and the phones 
just wouldn't stop ringing you know. And every time you'd 
just switch them off, put them on silent but as soon as you 
walked out of the PICU, the thing would go crazy.
SF: what was that like having everyone trying to contact you?
R: Erm...sometimes I...sometimes think god my 
family...they're expecting you to function normally I think, 
they don't....nobody I think, lots of people had left messages 
to say he was on a ventilator for a week, you think like, they 
think incubator, they think little bubble that protects him, 
they don't fully understand that it's actually a full on, they 
don't breathe themselves, a machine does it. And they're 
knocked out for that period of time. You know, so I think the 
people that did actually come and see him, they left us to it. 
But other people that couldn't make the effort or whatever, 
didn't really fully understand and actually what it is like to be 
sitting -  anybody, child adult- whoever goes through that. 
And you know in the back of my head as well I know the 
mortality figures for the PICU, I made it my business to know 
that when he went in there. So I know that kids are resilient 
creatures and that the success rate for coming out and being 
healthy is amazing! You know. I'm probably one of the only 
parents who would do that. But I did do that, because I 
wanted to know what the percentage chances are. So...you 
know, knowing all that and knowing the probability of him 
being fine was probably higher than 90-95%. It really made 
the whole situation really - 1 mean he was in the right place 
you know. There are people in there who know what they 
are doing. He is not in [ward] anymore! With people who 
don't know what they are doing! So...everything was kind 
of...just willing him to get better and you know.
SF: So it sounds like there was this period after he came out, 
of getting lots of answers and things. How did things progress 
for a few months after he'd been at home? And I guess I'm 
thinking about how it was trying to go back to normal?
R: He all the good work that we had done -(child interrupts) 
erm.. he wouldn't sleep on his own he where was before he
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got sick I could put him in his cot and he would curl up and 
we'd say night night and we'd have some toys and do a 
bedtime routine that he'd had since he was six weeks old, 
we kind of got into that. He wouldn't be alone, wouldn't be 
alone at all. He wouldn't tolerate me or Dale being away 
from him, would not be with anyone else. And a real fear of 
people in uniforms. And with frequently being back in with 
the infusions, he had no choice, it wasn't until [paediatric 
nurse] kind of got involved, she didn't wear a uniform and 
she made it a bit more fun, that he kind of got into it. There 
was lots o f....
SF: What would his reaction be then when he saw these 
people in uniforms?
R: Spin round, grab some kind of climb in. What he does 
when he gets very upset is tucks his arms in makes a ball and 
saying no no no. And he erm, but sleeping was the big thing. 
And so Dale was sleeping on the floor next to the cot for the 
first two weeks, then we had to basically do sleep training, 
so you sit in the room and wait for them to fall asleep, and 
you'd literally slowly, slowly creep back out of the room. But 
it took literally six months to get him back to where he was 
comfortable and himself, and know nothing horrible was 
going to happen. He'd go sleep and know that mummy and 
daddy were next door and everything was ok. And he's still 
not a great sleeper, I can still probably count on two hands 
how many nights where he hasn't got to sleep.
SF: So even now his sleep wasn't as settled as before he went 
in?
R: Well no, because you mustn't forget that he wasn't well 
before.
SF: Right, but he's come a long way from that period where 
you had to-
R: Yeah you know, he's now in a big boys bed, so the 
confidence is really there, so...he goes through phases of 
being very clingy and needs you, like when he goes to nanny 
and grandpa's or the nursery and leave him, he's quite 
clingy, but any child goes through phases like that, but 
initially those first few weeks....but then we couldn't leave 
him alone either. So, I can't be objective about that because,
I just could not get enough of him either. You know, so, just 
to see him walk, he couldn't with the [medication] 
withdrawal stuff, he couldn't walk properly you know, he 
couldn't co-ordinate eating and things and I was really 
terrified that there was going to be this long-term problem 
with that, but of course there wasn't. There was all these
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things kind of rolling on...
SF; So it sounded like he needed you and you needed him. So 
if you think back over the time since Ethan's been back at 
home, what would you say have been the most important 
factors in your adjustment and getting back to normal life?
R: Erm knowing he was, finishing the er- looking back
Withdrawing they didn't completely discharge us until he had withdrawn
from from the [medication], so that was a big step forward for me,
medication so no more of that. Erm, and the adjustment, we didn't give
and being ourselves -  it was such a slow period for us to adjust,
discharged because we were going through the whole, having the new
infusions so it was a new regime imposed on us, and having 
Adjusting to to go up you know, it took a very long time having
new medical intravenous so, they took kind of five or six hours. So we
regimes were still back in hospital for a long time and that was once a
Being in and week, so they were...my week's would go around and being
out of hospital told that he had a primary immune-deficiency and knowing
still how sick he'd being, completely OCD about everything!
Literally, going to the swings and wiping the swings with 
Trying to wipes, cleaning everything to within an inch of its life. You
control know then it's actually balancing, you know it's kind of ok for
environment him to fall over and get some muck on him, ok just make
then adjusting sure he washes his hands thoroughly and teaching him to
to child's new wash his hands, teaching him- this you see this finer biting?
habit after This started the minute we came out of hospital and it hadn't
hospital stopped, no matter what we did, short of I'm going to get
some nail-stop stuff, I can't stop it.
Impact of 
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medical 
regimes
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over-
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APPENDIX 12: MEMO EXAMPLE
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MEMO: STRENGTH OF CHILD
(Later 'Imbuing strength')
Date: 02.02.10
The parents need to see the child as strong and fighting. Giving child all kinds of qualities 
that helped them get through the illness/admission. What is the impact of imbuing child 
with such qualities? Child has often overcome a lot -  but what purpose does this 
characterisation serve for parents? How is this reconciled with ongoing fears for the child?
Interview 10 (line 307): It wasn't the antibiotics making the child better, but he was 
doing it himself
Interview 10 (line 502): The strong spirit of the child.
Interview 5 (line 24): Child was little, but fighting.
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APPENDIX 13: EXAMPLE OF SORTING TABLE
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Interview 7)
Number Focused codes Line/s Related codes
1 Being supported by others 7, 62, 325,446, 
453, 482, 520
55
2 My child is normal 19
3 Importance of child's strength 2^27 3 ^ 6
4 Feeling cheated 37, 614 5
5 Not being able to enjoy baby 42 4 5 3
6 Surviving 6^68 %19
7 Multiple traumas 54 32
8 Being in a whirlwind 54 33
9 Getting through it 4&58^W1 ^ 1 4 1 9
10 Feeling lucky 63
11 Being isolated 80,133
12 Impact on siblings 81 51
13 Medical praise & being 
supported
103,172, 526
14 Doing your best 114 9
15 Medical system uncertainty 147
16 Child's distress 15429^368 17
17 Horror at procedures 157,292,303 15,23
18 Reframing emotions 164 25
19 Getting on with it 167,324,428 9,6
20 Facing child's mortality 174,193,228
21 Realising seriousness of 
problem
190
22 Retrospectively making sense 191 4549
23 Fear during procedures 202 17
24 Wanting to be prepared 218
25 Looking at positives 220 1548
26 Being protected 228
27 Expecting too much 251
28 Getting back to normal 25^362 29
29 Wanting child to be normal 264,411,815, 
817, 828
2552
30 Developmental impact 273
31 What does my child remember? 306
32 Coping with other stresses 311 7
33 Being in and out of hospital 340 5  7
34 Feeling like there was no choice 32^353 5 5 1 9
35 Putting life on hold 386 252 5 36 ,60
36 Recommencing with life 393, 828 3 5 3 5 5 2
37 Being able to look to the future 397,402,827 3535,50
38 Importance of strength of 
character
420,428,434, 
557, 740
3,6
39 Prior trauma/loss 471 7
40 Importance of knowledge 490, 509
41 Understanding the medical side 502
42 Impact of environment 506,910 ^ ---------------------------2 4 i-
43 Other families on PICU 505532 42
44 Why me? 515
45 Making sense of what 
happened
560 2549
46 Reframing problems 567
47 Downward comparisons 574
48 Looking at the positives 579 2518
49 Still coming to terms with 
events
588 4522
50 Not being the same person 
anymore
597 3557
51 Sibling comparisons 606 12
52 Coping with medical 
practicalities
620 28, 29, 35
53 Making up for lost time 632 4 5 5 4
54 Importance of treating children 
the same
644,672,706 155457
55 Impact on wider family -  ripples 706 1,54
56 Protectiveness 712
57 Changing relationships 725,773,788 1 5 5 5 5 5 5 4
58 Moments of panic 730
59 Impact on siblings 773,788 57
60 Ongoing health problems 796 2 5 2 5 3 5 5 7
61 Making a full recovery 810
62 1 should have done better-  
regrets
848,877
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APPENDIX 14: EARLY GROUNDED THEORY DIAGRAM REPRESENTATION
243
Interfacing with die medkal world
Speed of events ;
Shock & terror
Medical prahe and medical {
upsets I
Medical procedures j
Entering and leaving PICU {
25/02/10
Facing cWkfs mortality 
Realisation of seriousness 
Seeing child in pain 
Contemplating life without child
Strategies for facing 
child's moftaBty
Imbuing strength 
Minimising & 
rationalising 
Embracing terror
Facing life on the other side
Practicalities
Ongoing medical problems
Into worldRe-emereence
Need for normality 
Making sense of events 
Personal growth
244
APPENDIX 15: FEEDBACK LETTER TO PARTICIPANTS WITH SUMMARY OF FINDINGS
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PICU Research Project
Paediatric Psychology Service
Date
Dear
RE: Experiences of children following Paediatric Intensive Care Unit (PICU)
Thank you very much for the valuable contribution that you and X have made to this 
research project. I have included a copy of the report on preliminary findings for your 
information. I would be very grateful to hear your views on taking part in the study and 
what you think of our findings. Hopefully, as we learn more about families' experiences, 
both on PICU and during their recovery, we will be able to improve the support services 
currently being offered.
Yours sincerely
Consultant Clinical Psychologist Researcher, University of Surrey
Researcher, University of Surrey 
Name
(optional):.................................................................................................................................
I found it a positive/negative experience taking part in this research project (please delete 
as appropriate).
Comments (please use a separate sheet if necessary):...........................................................
(Please return slip in envelope provided)
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Research Summary: Psychological Recovery in Preschool children and their families
following discharge from PICU
Results of the project showed that when families are initially confronted with health 
problems in their child this is commonly a period of time which is characterised by a rapid 
blur of events, where there are strong emotions of uncertainty, shock and even terror. 
Often the medical world is not well understood at this point and procedures can be 
unexpected and confusing, and seeing your child in pain and distress can be overwhelming. 
While families reported that they were often shocked to have to go into PICU, it was also 
distressing coming out and dealing with the lower levels of support they were met with on 
different wards, or at home. During this time most families were confronted with the 
mortality of their child and this may have included realising the seriousness of the problems 
and families may have contemplated life without their child.
For many families there were ongoing issues once their child had been discharged from 
PICU. This commonly involved being in and out of various hospitals, dealing with the 
practicalities of life and may have involved taking on new medical regimes for the child. At 
this stage life may have been 'put on hold' until the child was better, or things were seen as 
being 'back to normal'. Many people described this stage as just needing to 'get through 
things', or 'surviving'.
Following this stage (or where families did not experience the above) the need for 
normality appeared to grow. This was also a time that was characterised by people needing 
a trying to make sense of events, now perhaps from a safer position. For some, there 
seemed to be a real acceptance of what had happened and feeling as if they could move 
forward in their lives, and for others this seemed harder and there appeared to be a greater 
dwelling on what had happened and continued sense making of events. Regardless of 
which position people seemed to take, many people reported a sense of personal growth 
following their experiences. This may have included revaluating one's life and purpose, or 
valuing relationships to a greater extent than previously.
Relationships appeared effected throughout the entire process. Whether people felt 
supported or not while their child was ill and by who, was a big factor. Events seemed to 
impact the parental relationship with the child, relationships between parents, 
relationships between parents and other children, as well as wider relationships with 
friends and extended family. Parents often talked about having a 'stronger' relationship 
with their child following PICU.
Overall, from speaking to people about their experiences of their child going through PICU, 
many people felt that these events meant that life would never be the same again. Some 
saw this as a positive outcome, while others viewed this in a more negative light.
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RESEARCH LOG
1 Formulating and testing hypotheses and research questions V
2 Carrying out a structured literature search using information technology and 
literature search tools
V
3 Critically reviewing relevant literature and evaluating research methods V
4 Formulating specific research questions V
5 Writing brief research proposals V
6 Writing detailed research proposals/protocols V
7 Considering issues related to ethical practice in research, including issues of 
diversity and structuring plans accordingly
V
8 Obtaining approval from a research ethics committee V
9 Obtaining appropriate supervision for research V
10 Obtaining appropriate collaboration for research V
11 Collecting data from research participants V
12 Choosing appropriate design for research questions V
13 Writing patient information and consent forms V
14 Devising and administering questionnaires V
15 Negotiating access to study participants in applied NHS setting V
16 Setting up a data file V
17 Conducting statistical analysis using SPSS V
18 Choosing appropriate statistical analyses V
19 Preparing quantitative data for analysis V
20 Choosing appropriate quantitative data analysis V
21 Summarising results in figures and tables V
22 Conducting semi-structured interviews V
23 Transcribing and analysing interview data using qualitative methods V
24 Choosing appropriate qualitative analyses V
25 Interpreting results from quantitative and qualitative data analysis V
26 Presenting research findings in a variety of contexts V
27 Producing a written report on a research project V
28 Defending own research decisions and analyses V
29 Submitting research reports for publication in peer-reviewed journals or edited 
book
On-
going
30 Applying research findings to clinical practice V
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Combining clinical training with motherhood - A trainees 
perspective adopting Interpretative Phenomenological
Analysis
Qualitative Research Project: Abstract 
June 2008
Year 1
249
The purpose of this study was to explore the views of non-mother, female first year clinical 
psychology trainees regarding motherhood and professional training. Four women took 
part in semi-structured interviews regarding their views. Data was analysed using 
Interpretative Phenomenological Analysis (IPA; Smith & Osborn, 2003). The interpretation 
of the interviews suggested a number of themes regarding held ideals of motherhood, the 
context of prior experience in deciding when to start a family, the anticipated 
consequences of combing motherhood and professional training and the effect of the 
perceived ambiguity of the course teams messages regarding this. Within a local 
application context, these findings highlight a need for clarity of position by the course 
team regarding the combination of motherhood and doctorate training, as well as a review 
of the manner in which such topics are communicated.
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